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A b s t r a c t
I n d iv id u a l s  w it h  D is a b il it ie s  a s  P a r e n t s
A N D  THEIR EARLIEST CONNECTIONS TO SYSTEMS OF SUPPORT
BY
M a r y  C . S c h u h  
U n iv e r s i t y  o f  N e w  H a m p s h ir e ,  M a y  2002  
The purpose o f th is  s tu d y  is to  be tter un derstand  the experiences o f 
in d iv id u a ls  w ith  d isa b ilitie s  as parents, and the variab les in flu e n c in g  the re fe rra l 
processes used b y  p re  and postna ta l care professionals to  connect parents w ith  
d isa b ilities  to system s o f fa m ily  support. Th is process was exam ined th ro u g h  the 
experiences, beliefs, and a ttitu d e s  o f p re  and postna ta l care professionals as w e ll 
as th roug h  the experiences and perspectives o f parents w ith  d isab ilities.
Research objectives in c lu d e d  b o th  an increased u n de rs tan d ing  o f the re la tion sh ip  
betw een parents w ith  d isa b ilitie s  and th e ir earliest connections to  systems o f 
su p p o rt and p o lic y  and practice  recom m endations fo r p re  and postnatal care 
professionals, c h ild  p ro te c tive  services, and o ther agencies in vo lve d  in  
suppo rting  parents w ith  d isa b ilitie s . P rim ary  research fin d in g s  inc lude  the lack 
o f tra in in g  and unde rs tan d ing  fo r pre and postna ta l care p rov ide rs  about parents 
w ith  d isab ilities; a h ig h e r le ve l o f paren ta l re fe rra l to  c h ild  pro tective  services fo r 
professionals w ho  have rece ived tra in in g ; the pe rcep tion  o f d iscrim ina tio n  b y  
parents w ith  d isa b ilitie s ; and recom m endations fo r changes in  the fie ld  of 
supporting  parents w ith  d isa b ilitie s . F in a lly , the proposed research fu rth e r 
defines best practices in  the  d e live ry  o f fo rm a l and in fo rm a l supports to  parents 
w ith  d isab ilities. O utcom es o f th is  research w ill u ltim a te ly  in fluence p o licy  
developm ent and d ire c t p ractice  in  the areas o f c h ild  w ellness and fa m ily  
su p p o rt when pa ren ting  w ith  a d is a b ility  is a p re s id in g  factor.
ix
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C h a p t e r  1
I n t r o d u c t io n  
P a r e n t s  w it h  D is a b il it ie s  a n d  C o m m u n it y  M e m b e r s h ip
People never thought it was possible. I  don't know why but they assumed we just 
wouldn't have children. I  have my own home. I'm  married. I  have a full-tim e job 
and I  have a kid. I'm  living the American dream. Some people would say in spite 
of the fact that I  am disabled. That's bunk, being disabled is just part o f who I  am. 
(A u liff, 2001)
In c lu d in g  in d iv id u a ls  w ith  d isa b ilities  in  each s trand  o f the fa b ric  o f 
com m un ity  presents lo n g -te rm  challenges as w e ll as a th o u g h tfu l, fo rw a rd  
th in k in g , decision m a k in g  process. S upporting  ch ild re n  w ith  d isa b ilitie s  and 
th e ir fam ilie s  is  now  an unden iab le  rig h t. E ducation fo r A L L  - in c lu d in g  
students w ith  the m ost severe d isab ilities  — has been u p h e ld  in  m u ltip le  courts o f 
la w  in  the U n ite d  States. In s titu tio n s , o r large congregate liv in g  spaces, are 
considered inhum ane places fo r in d iv id u a ls  w ith  d isa b ilitie s  to  live , and e ffo rts  
to  close th e ir doors have been under w ay since the early 1970s. In d iv id u a ls  w ith  
d isa b ilitie s  are supported  to  g ro w  up w ith  th e ir fam ilies, go to  school, w o rk , ow n 
th e ir ow n  homes, and are pro tected by a n ti-d isc rim in a tio n  law s in  a ll aspects o f 
p u b lic  life . D espite these e ffo rts  to recognize in d iv id u a ls  w ith  d isa b ilitie s  as 
people e n title d  to liv e  o rd in a ry  lives w ith  o rd in a ry  dream s, pa ren ting  w ith  a 
d is a b ility  rem ains p o o rly  understood, unp lanned fo r, and sore ly neglected in  our 
society.
1
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The purpose o f th is  study is to  be tte r understand the experiences o f 
in d iv id u a ls  w ith  d isa b ilitie s  as parents and the variables in flu e n c in g  the re fe rra l 
processes used by pre  and postnatal care professionals to  connect parents w ith  
d isa b ilitie s  to systems o f fa m ily  support. This process was exam ined th ro u g h  the 
experiences, beliefs, and a ttitudes o f those professionals as w e ll as th roug h  the 
experiences and perspectives o f parents w ith  d isa b ilitie s . Research objectives 
in c lu d e d  n o t on ly  an increased understand ing  o f the  re la tion sh ip  between 
parents w ith  d isa b ilities  and th e ir ea rliest (o r lack thereo f) connections to systems 
o f sup port, the research w ill also fu rth e r define best practices in  the d e live ry  o f 
fo rm a l and in fo rm a l supports to  parents w ith  d isa b ilitie s . Outcom es o f th is  
research w ill be transla ted in to  p o licy  and practice recom m endations tha t w ill 
u ltim a te ly  in fluence p o lic y  developm ent and d ire c t practice in  the areas o f ch ild  
p ro tection , ch ild  wellness, and fa m ily  su p po rt w hen pa ren ting  w ith  a d is a b ility  
is a p re s id in g  factor. Le t7s begin w ith  a s to ry  to illu s tra te  some o f the experiences 
o f parents w ith  d isa b ilitie s  and the invo lve m en t (o r la ck  thereof) o f service 
system s to  support the fa m ily .
In Northern New England, in a cozy neighborhood of mobile homes decorated 
with Christmas lights and American flags, Catherine Schultz1 lives with her husband 
Rick, daughter Sheila, and two grandchildren Ava and Noelle. Catherine, a painter and 
avid gardener, has custody of her granddaughter Ava - a smiley, blond, curly haired, 
four-year-old with multiple disabilities. Catherine's story of gaining legal control to fight 
for her granddaughter's life illustrates the complexities o f a service delivery system not 
fu lly  equipped to support families in which one or both parents experience a disability.
1 Pseudonyms have been used for all case study examples in this dissertation.
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Sheila, Catherine's middle child, was diagnosed with a developmental disability2 
in the third grade. Following an education spliced with the best and worst o f both 
regular and special education, including a three-year period living in an institution in 
her early teens, Sheila entered the world as an adult wanting to live an ordinary life. A t  
age 21 she was employed in the kitchen of a residential facility when she fell in love with  
David, who later became the father of her two children. David also has labels of 
developmental disabilities and mental illness and is the father of three children from  a 
previous relationship.
Catherine and Sheila describe Sheila's prenatal care as good during her firs t  
pregnancy. Ava was born following a cesarean section delivery with the usual three-day 
postpartum hospital stay. Sheila went home to David, with her new baby and feeling 
excited and nervous about her new role as a mother. In  Sheila's words, "M y  whole life, I  
have wanted nothing more than to be a mother."
Let us jump ahead six months to capture Catherine's version of her daughter's 
role as a mother. Catherine observed that the typical anxieties and feelings of inadequacy 
described by any new mother were of epic proportions for Sheila. As Catherine visited 
her infant granddaughter, Ava, and attempted to provide support she observed activities
2 A  developmental disability as defined in NHRSA  171-A2, V  is a disability which is attributable 
to mental retardation, cerebral palsy, epilepsy, autism or a specific learning disability or any 
other condition of an individual found to be closely related to mental retardation as it refers to 
general intellectual functioning or impairment in adaptive behavior or requires treatment sim ilar 
to that required for individuals w ith mental retardation; and originates before such individual 
attains age 22, has continued or can be expected to continue indefinitely, and constitutes a severe 
handicap to such individual's ability to function norm ally in society. This study has adopted an 
operational definition of disability similar to that used by the U.S. Bureau of the Census (M cNeil, 
1997). Indicators of disability include: longtime user of mobility devices such as a wheelchair or 
cane; difficulties performing functional tasks such as seeing, hearing, speaking, walking, using 
stairs, lifting; difficulty performing activities of daily living such as: getting out of bed, dressing, 
bathing, eating, toileting, difficulty performing instrumental activities of daily living such as 
personal finances, preparing meals, doing light housework, taking medication as prescribed; the 
presence of specified conditions such as a learning disability, developmental disability, dementia, 
mental or emotional disability; limits in the ability to work; and receiving federal benefits based 
on the ability to work.
3
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(or a lack thereof) that seriously concerned her. Ava spent hours listlessly swinging in 
front of a television set that was always on. She rarely drank from her bottle and was not 
gaining weight. Her daughter seemed unaware of her own child, and the father's 
interactions with Ava bordered on abuse, both sexual and physical. During this period, 
there was no post partum care other than an obligatory visit from a msiting nurse in the 
days following Sheila and Ava's return home.
Fast forward six more months as Catherine finds herself at the hospital bedside of 
her twelve-month-old granddaughter who has been diagnosed with a serious seizure 
disorder and severe disabilities. Following Catherine's numerous attempts to access 
support for the family, Ava's physician called child protective services. Catherine needed 
to make a choice: to allow her granddaughter to enter into the foster care system, or 
become her granddaughter’s legal guardian. She chose the latter and desperately works to 
get both her daughter and two granddaughters the support necessary to live their lives as 
an intact family.
A s th is  s to ry  illu s tra te s , at any g iven  tim e, the supports and services 
ava ilab le  to  fam ilie s  w ith  o r w ith o u t the presence o f d is a b ility  have been sparse 
and uneven ly  ava ilab le. W h ile  some m ig h t question the "w is d o m " o f "a llo w in g " 
Sheila to  become a m o ther, I  chose to  exam ine questions re la ted to  the ro le  o f the 
m edica l com m un ity  and hum an service system  in  su p p o rtin g  fam ilies w ho f i t  
beyond the n a tu ra l co m fo rt zone and tra d itio n s  these professionals have been 
tra in e d  to  address. A lth o u g h  in d iv id u a ls  w ith  d isa b ilitie s  are encouraged to  liv e  
o rd in a ry  lives  in  th e ir com m unities, the prospect o f in d iv id u a ls  w ith  s ign ifica n t 
d isa b ilitie s  as parents w as ra re ly  an tic ipa ted as a p o s s ib ility  am ong service 
p ro v id e rs , care g ivers, and the system o f pre and postna ta l care providers.
4
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For in d iv id u a ls  w ith  d isab ilities , the a b ility  to  be lo v in g  and n u rtu rin g  
parents has n o t been questioned by the fie ld  o f hum an services. Rather, concerns 
about the r is k  o f abuse and neglect o f th e ir ch ild re n  are associated w ith  the  o ther 
dem ands and expectations o f paren ting  such as safe ty issues, appropria te 
n u tritio n , and su p p o rt fo r th e ir ow n and th e ir ch ild re n 's  educational and career 
achievem ent. There are broad assum ptions th a t i f  an in d iv id u a l has a lo w  IQ , 
physica l d isa b ilitie s , o r a label o f m ental illness, sh e /h e  w ill endanger the life  o f a 
ch ild  and therefore should  no t be a parent. These assum ptions have been 
observed tim e  and tim e  again th rough  m y o w n  experiences w ith  in d iv id u a ls  
w ith  d isa b ilitie s . The vast m a jo rity  o f the 400 in d iv id u a ls  w ith  d isab ilities and 
th e ir fa m ily  m em bers w ith  w hom  I  have had  contact d u rin g  the past tw e lve  
years have n o t a rticu la ted  paren ting  as a re a lis tic  goa l fo r themselves or th e ir 
fa m ily  m em ber w ith  a d isa b ility . In d iv id u a ls  w ith  d isa b ilitie s  w ho are parents 
ty p ic a lly  do n o t have contact w ith  th e ir ch ild re n  and heart w rench ing ly describe 
th e ir p a rtic ip a tio n  in  an uncoordinated system  o f un in fo rm e d  and unavailable 
fa m ily  sup po rt. Some parents w ill w o rk  d ilig e n tly  to  avo id  any contact w ith  the 
system , fea ring  the rem oval o f th e ir ch ild ren . Too o ften  th e ir ch ild ren  are 
rem oved fro m  th e ir homes as the fin a l re su lt o f these "services."
A s w e con tinue  to d ism antle barrie rs th a t p re ve n t in d iv id u a ls  w ith  
d isa b ilitie s  fro m  fu lly  p a rtic ip a tin g  in  th e ir com m unities, a tten tion  needs to  be 
focused on system s th a t p rov ide  parents w ith  su p p o rt to  reduce o r e lim inate 
c h ild  abuse and neglect. For parents w ith  d isa b ilitie s , th is  support may be 
d iffic u lt to  a tta in . A lth o u g h  there is a p le tho ra  o f n a tio n a l w e ll-funded  and w e ll- 
developed resources tha t serve parents, m ost o f these program s have fa iled to  
recognize th a t the fam ilies they serve m ay in c lu d e  parents w ith  d isabilities. Th is
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lack  o f recogn ition  exists fro m  the earliest stage o f fa m ily  care -  pre and postnata l 
care p rov ide rs . C oncom itan tly , there is  a g row ing  n e tw o rk  o f consum er-driven 
d is a b ility  services and supports, b u t m any o f these p rov ide rs  have fa ile d  to  
recognize the needs o f parents w ith  d isab ilities. Form al system s targeted fo r 
in d iv id u a ls  w ith  d isab ilities  are n o t w e ll prepared to  su p po rt in d iv id u a ls  as 
parents, and fam ily  sup po rt agencies are likew ise n o t p repared to  address 
un ique  issues o f d isa b ility  w ith in  the pa ren ting  process. A  recent n a tiona l study 
discovered o n ly  40 program s designed to  serve the needs o f fa m ilie s  w here at 
least one o f the parents experiences a d is a b ility  (Kennedy &  G arbus, 1999). This 
lack o f awareness and lack o f in fo rm e d  program s e ffec tive ly  excludes parents 
w ith  d isa b ilitie s  (Barker &  M a ra lon i, 1997). Presumed abuse and neglect, 
assum ptions about the in ca p a b ility  o f parents w ith  d isa b ilitie s , and u n in fo rm ed  
judgm ents b y  professionals can perm anently  sever parents w ith  d isa b ilitie s  from  
th e ir ch ild re n . Know ledgeable assessments (beginning as e a rly  as the prenata l 
care stage) and appropria te  in te rven tions  and referrals are c ritic a l to  susta in and 
su p p o rt fam ilies where a paren t experiences a d isa b ility .
Background to  th is  Research Topic 
In  the early stages o f deve lopm ent o f th is d isserta tion top ic , I  an tic ipa ted 
an e ffo rt d irected tow ard  the exam ina tion  o f ch ild ren  w ith  d isa b ilitie s  in vo lve d  
in  the system  o f ch ild  p ro tective  services. A t that p o in t, I  m et w ith  
representatives from  the ch ild  p ro tective  system (po licym akers and d ire c t care 
w orke rs) and posed the fo llo w in g  question: " I f  I cou ld  f ill,  th ro u g h  conducting  
research, an unm et need in  the area o f d is a b ility  and ch ild  p ro te c tive  services, 
w h a t w o u ld  i t  be?" Expecting the response to  be in  the area o f in fo rm a tio n  and
6
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su p po rt fo r ch ild re n  w ith  d isa b ilitie s  in vo lve d  in  the system  o f c h ild  p ro te c tive  
services, I  was su rp rised  to  hear th a t parents w ith  d isa b ilitie s  pose the m o st 
s ig n ifica n t challenge to  the  ove ra ll system  o f c h ild  p ro tective  services in  N e w  
H am pshire . Case w o rke rs  and po licym akers described as dep lo rab le  the la ck  o f 
in fo rm a tio n  re la ted  to  su p p o rtin g  fa m ilie s  where at least one pa ren t experiences 
a d is a b ility . A t  th is  p o in t in  tim e, as the next chapter e lucidates, there are no 
o rie n ta tio n  o r inserv ice  tra in in g  op p o rtu n itie s  about parents w ith  d isa b ilitie s , ye t 
parents w ith  d isa b ilitie s  represent a d isp rop o rtio n a te ly  h ig h  num ber o f re fe rra ls  
in to  the system  o f c h ild  p ro te c tive  services. Thus, th is  d isse rta tio n  to o k  shape -  
fo llo w in g  a d iffe re n t p a th  than  was o rig in a lly  in tended.
Biases and A ssum ptions 
I  w o u ld  be rem iss n o t to  disclose m y ow n biases and assum ptions to w a rd  
th is  research. In  m y  20 years o f experience in  the fie ld  o f d is a b ility  stud ies, m y  
percep tion  o f the na tu re  and q u a lity  o f rea l systems change is th is : changes in  an 
in d iv id u a l's  life  can happen o ve rn ig h t, w h ile  changes in  o ve ra ll be lie fs and 
a ttitudes in  the cu ltu re  su rro u n d in g  in d iv id u a ls ' lives take decades to  occur.
W ith  th is  said, the a b ility  fo r in d iv id u a ls  w ith  d isa b ilitie s  to  becom e parents is 
be ing r ig h tly  rea lized  in  ever-increasing num bers, b u t c u ltu ra l changes in  the 
su rro u n d in g  system s have ye t to  be rea lized. A n  in d iv id u a l w ith  a d is a b ility  is 
able to  create new  life , ye t she /he  is n o t a llow ed to  be a paren t. The fo llo w in g  
assum ptions w ill be tested based on  m easurem ent resu lts, inferences, and 
in te rp re ta tio n s  o f m y  research:
7
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1) The factors tha t in fluence ou t-o f-hom e placem ent recom m endations fo r 
ch ild re n  o f parents w ith  d isa b ilitie s  are based on societal biases and a 
"m e d ica l m o d e l" approach in  existence p r io r to the b irth  o f a c h ild .
2) Pre and postnatal care pro fessiona ls are u n fa m ilia r w ith  the  m y ria d  o f 
supports th a t m ay be ava ilab le  fo r parents w ith  d isab ilities .
3) Form al systems o f su p p o rt fo r parents w ith  d isa b ilities  do  n o t co incide 
w ith  the  best interests o f ch ild re n  and fam ilies.
4) N ew  systems m erg ing p a re n tin g  and d is a b ility  supports need to  be 
developed to  respond to  the new  fa m ily  structures in  today's so tie ty .
Just as these biases and assum ptions have in fo rm e d  th is s tu d y , these
biases and assum ptions w ill in fluence  the fo rm u la tio n  o f grounded theo ry  
(G laser &  Strauss, 1967) in  the fie ld  o f d is a b ility  and fa m ily  studies, p ro fessiona l 
decis ion  m aking, and descrip tive  research. I t  m ay be th a t accepting and 
su p p o rtin g  people  w ith  d isa b ilitie s  as parents is the fin a l fro n tie r in  the  d is a b ility  
rig h ts  m ovem ent.
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C h a p t e r  2
R e v ie w  o f  t h e  L it e r a t u r e  
W h a t  t h e  R e s e a r c h  t e l l s  u s  A b o u t  P a r e n t s  w it h  D is a b il it ie s
W hy th is Research is S ign ifican t 
A lth o u g h  some lite ra tu re  exists re g a rd in g  paren ting  w ith  a d is a b ility , i t  
has on ly  been since the ea rly  1980s th a t a research base has developed. Thus, 
m uch care m u st be taken w hen researchers exam ine and re po rt find ings . The 
m a jo rity  o f the available research presents the to p ic  o f parenting w ith  a d is a b ility  
fro m  a negative perspective. A cco rd ing  to  K irshbaum  (2000), the research th a t 
does exist has led  to pa tho lo g iz ing  parents w ith  d isab ilities. Th is pa tho lo gy  
invo lves an overgenera lization based on  societal stigm a and assum ptions abou t 
d isa b ility , w h ich  preclude parenting. H u m a n  service systems, even in  the 
d is a b ility  com m un ity, do no t tend to  ga ther o r id e n tify  in fo rm a tion  about 
parents w ith  d isa b ilities . Such parents are n o t in c lu d e d  in  tra d itio n a l hum an 
service needs assessments, and funds are n o t a llocated to supporting  these 
fam ilies. In  the absence o f a large and consistent bo dy o f quan tita tive  and 
q u a lita tive  research and know ledge re la ted  to  the experience o f parents w ith  
d isa b ilities , the developm ent o f adequate w ays to  respond to the challenges is 
lacking . Therefore, th is research is s ig n ific a n t because the results w ill u ltim a te ly  
lead tow a rd  an increased recogn ition  o f the experience o f parents w ith  
d isa b ilitie s  and the developm ent o f adequate supports fo r the g ro w in g  num ber 
o f fam ilies sharing the experience o f p a re n tin g  w ith  a d isa b ility .
9
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W ho are Parents w ith  D isab ilities? W hen parents experience d isab ilities, 
fam ilie s  are o ften  com prised o f a w om an and he r c liild  (o r ch ild re n ) as is in  
Sheila 's s itua tion , one o f the parents in te rv ie w e d  fo r th is  s tudy. A lth o u g h  there 
m ay be m ale partners, the w om an o ften  bears the  re sp o n s ib ility  fo r the fa m ily  as 
w e ll as the b ru n t o f questions regard ing  he r com petence (Tym chuk, 2001). 
A cco rd ing  to  B arke r and M ara lon i (1997), census data reveals th a t about 8 
m illio n  parents (age 18 to  64, w ith  ch ild re n  u n d e r the age o f 18) have d isa b ilitie s . 
Close to  one th ird  o f w om en w ith  d isa b ilitie s  and a qu a rte r o f m en w ith  
d isa b ilitie s  are parents. O n average, about 30 pe rcen t o f adu lts  w ith  d isa b ilitie s  
are parents com pared to  40 percent o f adu lts  w ith o u t d isa b ilitie s .
H ow ever, these p ropo rtion s  d iffe r s ig n ific a n tly  across d is a b ility  groups, 
w ith  in d iv id u a ls  w ith  sensory d isa b ilitie s  m ore lik e ly  to  be parents than those 
w ith  cog n itive  d isa b ilitie s . Students w ith  d isa b ilitie s  are m ore lik e ly  to d rop  o u t 
o f school ea rly  o r e x it the school system  w ith o u t a h ig h  school d ip lom a. Once 
they have le ft the school system, young w om en w ith  d isa b ilitie s  are five  tim es 
m ore lik e ly  to  become a parent w ith in  fiv e  years than  are th e ir peers w ith o u t 
d isa b ilitie s  (B arker &  M ara lon i, 1997). W ith  the frequencies o f these experiences, 
one w onders w h y  system s o f care are no t be tte r equ ipped to  su p p o rt parents 
w ith  d isa b ilitie s  and w h y  educational systems do  n o t p ro v id e  preconceptual 
p la n n in g  and p a re n tin g  classes. For the purposes o f th is  s tudy, in d iv id u a ls  w ith  
d isa b ilitie s  are de fined  as those experiencing m ore  s ig n ifica n t challenges. For 
exam ple, the in te res t beh ind  th is s tud y  focuses p r im a rily  on people w ith  labels o f 
co g n itive  and sensory d isa b ilities  and those w ith  m enta l illness, n o t chronic 
hea lth  cond itions, am puta tions, o r substance abuse.
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Parent Perspectives There are approx im a te ly  120,000 babies bom  to  parents w ith  
d isa b ilitie s  in  the  U n ite d  States each year. A  recent docum entary on the to p ic  o f 
pa ren ting  w ith  m enta l illness suggests th a t o n ly  a p p ro x im a te ly  50 percent o f 
these babies are a llo w e d  to  rem ain w ith  th e ir b ir th  paren ts w ith  d isa b ilities  
(K ennedy &  G arbus, 1999). The firs t-eve r na tio n a l su rvey o f parents w ith  
d isa b ilitie s  (B arker &  M ara lon i, 1997) provides in s ig h t to  th is  s ta rtlin g  s ta tis tic . 
The responses re g a rd in g  possible d isc rim in a tio n  and a ttitu d in a l biases b y  pre  
and postna ta l care professionals w ere a p re d o m in a n t them e. I t  should be no ted  
how ever, th a t the su rvey sam ple d iffe rs  fro m  the n a tio n a l popu la tion  o f the 8.1 
m illio n  parents w ith  d isab ilitie s  because it  inc ludes fe w e r m ino rities , m ore 
w om en, and few e r in d iv id u a ls  o f lo w  econom ic and educationa l status. F o rty - 
fo u r percent o f the 1,200 parents w ith  d isa b ilitie s  w h o  com pleted the survey 
repo rted  th a t pregnancy and b irth in g  fo r them selves o r th e ir partner was an 
issue affected b y  th e ir d isa b ility ; 36 percent re po rted  th a t the lack o f d is a b ility  
expertise am ong pre and postnatal care professionals caused problem s; and 42 
percent re po rted  th a t these p rov ide rs ' a ttitu d in a l p rob lem s created barriers to  
re ce iv ing  q u a lity  care. A ccord ing to  Preston and Jakobsen (1997), survey 
analysts an tic ipa te  th a t even h igher num bers o f parents w ith  d isab ilities w o u ld  
have repo rted  p rob lem s i f  m ore parents w ith  lo w e r incom es, low e r education 
levels, and m ore m em bers o f m in o rity  groups had p a rtic ipa ted .
The 42 percent o f parents w ith  d isa b ilitie s  w h o  re po rted  they faced 
a ttitu d in a l ba rrie rs  described the ir percep tion  o f d is c rim in a tio n  as the pressure 
to  have a tub a l lig a tio n  o r pressure to have an abo rtion . Responses inc luded  
re fe rra ls  to  c h ild  p ro tec tive  services b y  pre and postna ta l care providers in tended
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to  rem ove ch ild ren  fro m  th e ir fam ilies. These responses were no ted  desp ite  the 
sam ple p o p u la tio n 's  h ig h  econom ic and educational status and lim ite d  
p a rtic ip a tio n  o f parents w ith  cogn itive , developm ental, o r p sych ia tric  d isa b ilitie s .
Parents w ith  labels o f m enta l illness cand id ly described th e ir fear o f los ing  
th e ir ch ild ren  in  the videotape " I Love You Like C razy" (M enta l Illness E duca tion  
Project, 1999). T reatm ent was avo ided in  order to  prevent lo s in g  th e ir ch ild ren . 
Parents described how  d iffic u lt i t  is to  be invo lved  in  a system m ore focused on 
re m oving  ch ild ren  fro m  fam ilies than on p ro v id in g  fam ilies w ith  the necessary 
supports to  raise ch ild ren . A lso  described was the com plete la ck  o f adequate 
representa tion from  the legal system . One father discussed los ing  h is job, 
re tu rn in g  hom e to fin d  h is house on fire , and having h is ch ild  taken aw ay 
fo llo w in g  a c lin ica l diagnosis o f m anic depression. "W hat I  re a lly  needed fro m  
the system  was support to  re b u ild  m y hom e and career," he said.
The m a jo rity  o f in d iv id u a ls  w ith  d isab ilities live  in  p o ve rty  because they 
are unem ployed, underem ployed, and severely lacking in  educationa l 
o p p o rtu n itie s3. In  fact, the average m o n th ly  household incom e fo r parents w ith  
d isa b ilitie s  is $1,000 less than th a t o f parents w ith o u t d isab ilities . Fam ilies in  
w h ich  one o r bo th  parents experience a d isa b ility  are faced w ith  even greater 
challenges than pove rty  (K irshbaum , 2000; Tym chuk, 2001). As in d iv id u a ls  w ith  
d isa b ilitie s  pa rtic ipa te  in  the com m un ity  and navigate the ava ilab le  resources to 
care fo r themselves, caring  fo r th e ir ch ild ren  is an add itiona l and o fte n  tim es 
o ve rw he lm ing  respon s ib ility . M ore  specifically, according to  T ym chuk (2001), 
fo r these in d iv id u a ls , com m un ity  p a rtic ip a tio n  means fin d in g  frie nds, b u ild in g
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re la tionsh ips, estab lish ing ne tw orks o f sup po rt, and ensuring th e ir ow n
live lih o o d  d u rin g  a ll stages o f th e ir lives.
To achieve these objectives, parents w ith  d isa b ilitie s  have to  com m unicate
w ith  physicians, teachers, hum an service w orke rs, o ther parents, and perhaps
ch ild  p ro tective  services, courts, and po lice  o ffice rs. Parents w ith  d isa b ilitie s  are
challenged in  m any w ays beyond th e ir im m ed ia te  d is a b ility . Challenges in c lu d e
no t kn o w in g  w h a t society expects re ga rd ing  th e ir roles as parents, the lack o f
preparation and practice  to  meet those expectations, and unava ilab le  services
and supports to  m eet these challenges. M a in ta in in g  a m a rita l o r o ther
re la tionsh ip , m a in ta in in g  a household, ca ring  fo r oneself w h ile  caring fo r a ch ild ,
w o rk in g , and a ll the o the r th ings a fa m ily  does, w h ile  perhaps be ing the ta rge t o f
scru tiny, is o ve rw h e lm in g  (Tym chuk &  A n d ro n , 1990; Tym chuk, 1990,1992).
Some fam ilie s  m anage; b u t most, lik e  Sheila and A va, do not.
A cquaintances and to ta l strangers show ed a fa ir  am ount o f p re jud ice  and 
ignorance. I  received num erous com m ents d u rin g  m y firs t pregnancy and 
the baby 's  in fa n cy  tha t showed erroneous assum ptions — th a t m y 
d is a b ility  w o u ld  be genetica lly tra n sm itte d  to  the ch ild re n  o r th a t I 
c o u ld n 't p a ren t responsib ly (A u liff, 2001).
M edical P rofession Perspective W h ile  parents w ith  d isa b ilitie s  describe th e ir 
experiences th ro u g h  a societal lens o f d isc rim in a tio n , a ttitu d in a l barriers, and 
lack o f expertise am ong m edical professionals, Toub (2000) and S tein (1999) 
re inforce th is  perspective by sta ting  tha t gynecologists fre q u e n tly  have litt le  o r 
no specific tra in in g  to  address the needs o f w om en w ith  developm enta l 
d isab ilities  o r o th e r special needs. A cco rd ing  to  Toub, w om en w ith  d isa b ilitie s
3 Due to a history of regulatory statutes in the Social Security and Medicaid systems, people w ith  
disabilities are unable to earn enough income to support their cost of living w ithout losing 
necessary benefits such as health care.
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represent an underserved p o p u la tio n  w h o  in  th e ir p u rs u it o f m edica l care face a 
num ber o f ba rrie rs . These barrie rs inc lud e  p h ys ica l ina ccess ib ility  to  healthcare 
services, la ck  o f psycho log ica l support fo r w om en  w ith  psych ia tric  d isa b ilitie s , 
frequent use o f sedation fo r ro u tin e  exams, and la c k  o f com plete m edica l h is to ry  
in fo rm a tio n . In  a d d itio n , com m on assum ptions and m isconceptions on  the  p a rt 
o f healthcare p ra c titio n e rs  m ay act as a b a rrie r to  q u a lity  care. For exam ple, S tein 
(1999) concludes th a t screening fo r sexually tra n sm itte d  diseases m ay n o t be 
offered to pa tien ts because o f the m istaken b e lie f th a t w om en w ith  d isa b ilitie s  
are n o t sexua lly  active. A d d itio n a lly , m en w ith  d isa b ilitie s  are n o t im m u n e  to  
research th a t suggests d isc rim in a tio n  by  the m ed ica l profession. A  (1999) s tudy 
by Banks concluded th a t the presence o f ph ys ica l d is a b ility  in fluenced  docto rs ' 
perception o f th e ir s u ita b ility  fo r ris k  assessments fo r coronary heart disease. 
C u lley and Genders (1999) fou nd  tha t nurses d id  n o t feel th a t they are 
adequately prepared to  address the needs o f a d u lts  w ith  d isa b ilities , p a rtic u la rly  
parents w ith  d isa b ilitie s . They concluded th a t adu lts  w ith  d isa b ilitie s  are a t a 
serious m edica l d isadvantage com pared w ith  a d u lts  w ith o u t d isa b ilitie s . Some 
o f th is  m ay exp la in  the W o rld  H ea lth  O rgan iza tions fin d in g s  (2002) th a t the 
m a jo rity  o f people w ith  d isa b ilitie s  do n o t p a rtic ip a te  in  hea lth  m aintenance care 
and are at h ig h  ris k  fo r the acqu is ition  o f secondary d isa b ilitie s  due to  th e ir lack 
o f care.
A cco rd ing  to  T ym chuk (2001), w ith in  the healthcare fie ld  and the advent 
o f m anaged care, the m ove o f pu b lic  expend itures fro m  services con tro lle d  by  
the needs o f the p a tie n t to  services con tro lle d  b y  a system  has had a d ram atic  
deleterious im p a ct upon  the  heath status o f in d iv id u a ls  w ith  d isa b ilitie s  i.e. 
managed care. W h ile  consideration was m ade fo r in d iv id u a ls  w ith  d isa b ilitie s
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w ith in  the changing fie ld  o f healthcare, no considera tion  has been given to  the 
p o te n tia l im pact o f those changes on fam ilies headed by a paren t w ith  a 
d is a b ility  (Tym chuk, 2001). The health status and a v a ila b ility  o f services fo r 
fam ilie s  continues to  decline as a resu lt o f lack o f know ledge about in itia tive s  o r 
services and th e ir usage ru les.
Societal Im pact As in d iv id u a ls  w ith  d isa b ilitie s  assume th e ir r ig h tfu l place in
society, there is a c ritic a l need to exam ine the im p a c t o f societal roles and
respons ib ilities . In d iv id u a ls  w ith  d isab ilities  are a ttend ing  regu la r schools and
classes, em ployed as tax paying  citizens, pu rchasing  homes, m arry ing , and
ra is in g  ch ild re n  in  increasing num bers (B raddock e t al, 1998; Pom erantz &
Pom erantz, 1990; Ray &  Rubenstein, 1994; T aylo r, 1995, 2000). Since the end o f
fo rced s te riliz a tio n  o f people w ith  d isab ilities  in  the  1960s, new  fam ilies are
em erg ing. W h ile  in d iv id u a ls  w ith  d isa b ilities  are assum ing th e ir legal righ ts  to
be recognized as fu lly  co n trib u tin g  citizens, these same rig h ts  are n o t being
transla ted to  parenthood. M others and fathers w ith  d isa b ilitie s  and the ir fam ilies
rem a in  in v is ib le  to  the vast m a jo rity  o f service p ro v id e rs .
I t  seems some people are surprised tha t w om en w ith  d isab ilities can b irth  
and raise ch ild ren . D o some see people w ith  d isa b ilitie s  as asexual and 
ch ild like , unable  to  reproduce? O r perhaps they th in k  we are no t able to  
care fo r o u r ch ild ren . M aybe they fear w e w ill produce disabled 
o ffsp ring , ad d ing  to society's bu rden (A u liff, 2001).
L le w e llyn  (1995,1998) fou nd  in  her studies on  fa m ily  support and
pa re n ting  w ith  a d is a b ility  th a t people w ith  in te lle c tu a l d isa b ilities  are u n d u ly
subjected to  negative op in ions about becom ing a paren t. Im m ediate fa m ily
m em bers as w e ll as acquaintances m ay react to  im p e n d in g  parenthood w ith
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disbe lie f and d ism ay and th in k  com petent paren ting  is  u n lik e ly . Parents 
perceive th e ir d is a b ility  as a m a jo r factor in flu enc in g  these judgm ents.
Statistics o f Abuse and N eg lect In  the U nited States the num ber o f ch ild re n  
reported to be abused and neglected rose from  1.4 m illio n  in  1986 to  3 m illio n  in  
1997 (C alifano, 1999). The estim ated substantiated cases o f c h ild  m a ltrea tm ent 
in  1998 were 1,009,000. For every substantiated a llega tion  o f abuse o r neglect, 
there were another tw o  fa m ilie s  reported fo r susp icion. A  to ta l o f 3,154,000 
ch ild ren  were reported  fo r  abuse and neglect in  1998. In  1999, an estim ated 
3,244,000 ch ild ren  w ere re po rted  to  C h ild  P rotective Services. C h ild  abuse 
reports have m a in ta ined  steady g ro w th  fo r the past ten  years, w ith  the to ta l 
num ber increasing 45 percent since 1987. This is a ra te  o f 45 pe r 1,000 ch ild ren  
(N ationa l C om m ittee to  P revent C h ild  Abuse, 2000). S tudies repo rted  by the 
N ew  Y ork  State Task Force in  1991 and 1992 ind ica ted  16 percent o f ch ild re n  in  
foster care had a pa ren t w ith  a severe m ental illness (B lanch &  N icho lson , 1994); 
and at least 2,000 ch ild re n  in  out-of-hom e care and another 800 ch ild re n  enro lled  
in  the state’s ch ild  p ro te c tive  and preven tion  services program s had at least one 
parent w ith  m ental re ta rd a tio n  (Ray &  Rubenstein, 1994).
Parents w ith  D isa b ilitie s  and Abuse and N eglect Form a l in te rv ie w s  conducted 
recently w ith  pre and postna ta l care professionals and c h ild  p ro tec tive  services 
w orkers in  N ew  H am psh ire  suggest tha t no t on ly  is the  in vo lve m e n t o f parents 
w ith  d isab ilities in  the system  o f ch ild  protective services h ig h  (Reischel, 1999), 
bu tthe  system its e lf is n o t equ ipped to support these fa m ilie s  to  m a in ta in  th e ir 
ch ild ren  adequately a t hom e. I t  was determ ined tha t am ong m ore than 60
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percent o f fam ilies in v o lv e d  in  ch ild  p ro tective  services in  N ew  H am pshire , one 
o r b o th  parents experienced some type  o f d is a b ility  based on the U.S. Census 
d e fin itio n  o f d is a b ility  (see footnote 2). D espite the h ig h  num ber o f fam ilie s  
needing services in  the  system , there are no fo rm a l services in  place fo r parents 
w ith  d isa b ilities .
A d d itio n a lly , research fin d ing s  ind ica te  tha t in d iv id u a ls  w ith  d isa b ilitie s  
are m ore lik e ly  them selves to  be v ic tim s  o f abuse and neglect (Sobsey, 1999). In  
lig h t o f the patterns associated w ith  abuse and neglect and people w ith  
d isa b ilitie s , th is  evidence m ay suggest th a t parents w ith  d isa b ilitie s  are m ore 
lik e ly  to  engage in  be hav io r tha t can be characterized as neg lectfu l o r abusive. 
A lth o u g h  a num ber o f stud ies suggest th a t parents w ith  labels o f cogn itive  
d isa b ilitie s  are m ore lik e ly  to  be inadequate parents w ho  abuse o r neglect th e ir 
ch ild re n , in te lligence  cannot be separated fro m  other con found ing  factors and 
m ay n o t be the p rim a ry  co n trib u tin g  fa c to r to  abuse and neglect. Sobsey (1994) 
describes these c o n trib u tin g  factors as an increased lik e lih o o d  o f parents 
experiencing abuse in  th e ir ow n  h is to ry , an increased r is k  o f fa m ily  iso la tion , an 
increased lik e lih o o d  o f o u t-o f-fa m ily  care d u rin g  the pa ren ts ' ow n ch ildhood, 
and differences in  de tection  and repo rting .
In  case stud ies conducted by T a y lo r (1995) and Pom erantz and Pom erantz 
(1990), parents w ith  m enta l re ta rda tion  have h is to ric a lly  been sources o f concern 
to  professionals in  the fie ld  o f hum an service w ith  respect to  th e ir a b ility  to  raise 
ch ild re n  in  a com plex society. Taylor's 1995 study illu s tra te s  the negative 
perspective and broad assum ptions about the a b ility  o f in d iv id u a ls  w ith  
d isa b ilitie s  to pa ren t and th e ir p ropens ity  to w a rd  c h ild  abuse and neglect w hen 
the w o rd s  "paren t and m e n ta lly  re tarded are p a ire d " (p . 24). C h ild  pro tective
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w orkers, deve lopm enta l d isa b ilitie s  personnel, and law  officers h o ld  these view s. 
M cC onnel and L le w e lly n  (1997,1998, 2000) fo u n d  parents w ith  d isa b ilitie s  in  
contact w ith  c h ild  p ro te c tive  services in  d isp roportiona te  num bers. W h itm an 
and Accardo (1987) w rite  th a t adu lts  w ith  d isab ilitie s  liv e  in  the com m un ity, 
have ch ild re n  and experience s ig n ifica n t pa ren ting  problem s. Ronai (1997) in  an 
e thnograph ic account o f g ro w in g  u p  w ith  a m other w ith  m enta l re ta rda tion , 
describes a life  fille d  w ith  sexual, physical, and em otional abuse. Parents w ith  
d isa b ilitie s  "co n tribu te  m ore than a sim ple headcount to  the sta tistics fo r 
illite ra c y , homelessness, c h ild  abuse, ch ild  neglect, fa ilu re  to  th riv e , ch ild  sexual 
abuse, m edica l neglect, m a ln u tritio n , unem ploym ent, and p o ve rty  (W hitm an &  
A ccardo p. 203 )."
A necdota l evidence and q u an tita tive  and q u a lita tive  research studies 
(Espe-Sherw indt, 1991; Pom erantz &  Pom erantz, 1990; Taylor, 1995; Tym chuk, 
1999) suggest th a t fo r parents w ith  d isab ilities  recom m endations fo r out-of-hom e 
placem ent o f ch ild re n  are s ig n ific a n tly  h igher than fo r parents w ith o u t 
d isa b ilities . M cC onne ll and L le w e llyn  (2000), o ffe r a lte rna tive  explanations fo r 
the h ig h  rates o f c h ild  rem ova l. These explanations are de rived  fro m  review s o f 
ch ild  p ro tec tio n  leg is la tion , co u rt protocols, and records o f co u rt cases.
A cco rd ing  to  M cC onne ll and L le w e llyn  (1998, 2000), ch ild ren  are rem oved from  
th e ir fam ilies even w hen  the evidence o f neglect is re fu ted  and despite evidence 
th a t the parents w ith  d isa b ilitie s  w ere m aking progress to w a rd  overcom ing the 
d iffic u ltie s  th a t le d  to  the rem oval. These cases sup po rt the n o tio n  th a t parents 
w ith  d isa b ilitie s  are he ld  to  a h ig he r o r d iffe re n t standard o f pa ren ting  
perform ance. The evidence presented by state co u rt cases, w h ich , i f  used against 
parents w ith o u t d isa b ilitie s , w o u ld  n o t be enough to sever the fa m ily
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re la tion sh ip . M cC onne ll and L le w e llyn  conclude th a t w ith o u t exception, pa ren ts 
w ith  in te lle c tu a l d isa b ilities  are seriously d isadvantaged and subject to  
d isc rim in a tio n  in  c h ild  p ro tection  proceedings (1998, 2000).
A d d itio n a l evidence o f d iscrim in a to ry  practice is found  w hen neglect has 
been substan tia ted ye t ch ild re n  are rem oved before sup po rt services are 
p ro v id e d . Th is contrad icts the  requirem ent in  m any states (in c lu d in g  N e w  
H am pshire ) in  w h ich  the p ro v is io n  o f services p r io r  to  ch ild  rem oval is a 
s ta tu to ry  prerequ is ite . W hile  serious cases o f c h ild  neglect m ay resu lt in  rem ova l 
o f the c h ild  fro m  the home, the m a jo rity  o f in te rve n tio n s  are designed to keep 
fam ilies together. Th is is n o t necessarily the case fo r parents w ith  d isab ilities. 
Factors le a d in g  to  these circum stances m ay in c lu d e  the lack o f appropria te  
sup po rt services as w e ll as the lack o f understand ing  b y  the court systems about 
the needs o f parents w ith  d isa b ilities . C h ild  p ro te c tive  services and court 
systems p la y  a s ig n ifica n t ro le  in  the rem oval o f ch ild re n  fro m  th e ir homes w hen  
a paren t experiences a d isa b ility . H ow ever, anecdotal evidence strong ly  suggests 
tha t recom m endations fo r out-of-hom e placem ents o f ch ild ren  often occur 
d u rin g  the  earliest stages o f p re  and postnatal m edica l care p rio r to any 
dem onstrated abuse o r neglect w hen one o r b o th  the parents experiences a 
d is a b ility . Th is was the case fo r Ava.
A lth o u g h  in d iv id u a ls  w ith  d isab ilities  p a rtia lly  achieved the legal r ig h t to  
become parents w ith  the end o f forced s te riliza tio n , th is  r ig h t is no t ro u tin e ly  and 
le g a lly  p ro tected. For exam ple, a recent s tud y  o f C a lifo rn ia  adoption agencies 
(Estrada, 1996) concluded th a t the agencies w ere  less lik e ly  to  consider parents i f  
one o f the  parents experienced a d isa b ility . A necdo ta l evidence and q u an tita tive  
and q u a lita tiv e  research stud ies (Taylor, 1995; Pom erantz &  Pom erantz, 1990;
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Espe-Sherw indt, 1991; Tym chuk, 1999) suggest th a t recom m endations fo r o u t-o f­
hom e p lacem ent are h ighe r fo r parents w ith  a labe l o f developm ental d is a b ility  
connected to  the ch ild  p ro tective  system s than  fo r he p o p u la tio n  o f paren ts 
w ith o u t a d isa b ility . In  Spokane, W ashington , fo r  exam ple W illia m  M ille r  
re po rted  in  the Spokesman R eview  (A p r il 10 ,11,12,1994, Spokane, W ash ing ton ) 
on  the tendency o f ch ild  p ro tec tive  services to  ta rge t young pregnant w o m e n  
w ith  an IQ  o f 70 and be low  in  o rd e r to  rem ove th e ir ch ild re n  a t b irth .
K now ledge  about p ro tective  service practices w as so w e ll kn o w n  tha t in  se lf- 
defense, some w om en le ft the  state ra th e r than subject them selves to  th is  
p o s s ib ility  o f los ing  th e ir ch ild ren . B erry 's (1992) research on  the effectiveness o f 
fa m ily  p reserva tion  program s concluded th a t w he n  parents experience 
deve lopm en ta l d isa b ilities , c h ild  neglect and ou t-o f-hom e placem ent is m ore  
lik e ly  to  occur. Ray and R ubentein's (1994) research reports unm et service needs 
fo r  parents w ith  developm enta l d isa b ilitie s  in  th e ir com m unities despite B erry 's  
cla im s o f "equivalence" o f service d e live ry  in  he r 1992 study. These fin d in g s  
suggest th a t a ttitu d e  and d isc rim in a tio n  m ay p la y  a s ig n ifica n t ro le  in  the 
a v a ila b ility  o f appropria te  su p p o rt services fo r parents w ith  d isab ilities .
Parents w ith  D isab ilities  are In vo lve d  w ith  M any Service D e live ry  Systems 
Evidence shows tha t fam ilies in  w h ich  pa ren ting  w ith  a d is a b ility  is 
p resent are in vo lve d  w ith  m any service system s (L le w e llyn ,1995; Tym chuk,
2001). In vo lve m e n t can be e ithe r v o lu n ta ry  o r in v o lu n ta ry . These com ponents 
in c lu d e  p u b lic  and p riva te  healthcare, education , housing, w e lfa re , voca tiona l, 
m en ta l heath, developm enta l d is a b ility , and o th e r social services as w e ll as c h ild  
and a d u lt p ro tective  services. Because each o f these factors focuses on d iffe re n t
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aspects o f the life  o f the person w ith  the d isa b ility , each w ith  d iffe rin g
requirem ents fo r p a rtic ip a tio n , th e y  seldom  act in  a m anner tha t is  in te g ra te d  o r
h o lis tic  in  th e ir approach to  m eet the fa m ily 's  needs. In  fact, there is s tro ng
evidence to  suggest tha t agencies and organizations w ith in  the re la tio n sh ip  o f
the fa m ily  o ften  w o rk  a t cross-purposes. For instance, m any ch ild re n 's
p ro tective  services departm ents send parents w ith  cog n itive  d isa b ilitie s  to
generic pa ren ting  classes w h ic h  are m ore lik e ly  to underm ine  self-esteem  than be
h e lp fu l. I f  parents do n o t b e n e fit fro m  these classes, they are ty p ic a lly  po rtrayed
as incapable -  ra ther than question ing  the appropriateness o f the in te rve n tio n
(K irshbaum , 2000).
Epse-Sherw indt (1991) fo u n d  in  her s tudy o f s ix  parents w ith
developm enta l d isa b ilities  p a rtic ip a tin g  in  the In d iv id u a liz e d  F a m ily  S upport
P lan (IFSP) process tha t the paren ts were a ll connected to  ch ild  p ro tec tive
services and an average o f 4.7 agencies w ere invo lve d . The chance fo r fam ilies
to  "succeed" was d im in ished  considerab ly by the va rie ty  o f p ro fessional
expectations co n flic tin g  w ith  the  fa m ilie s ' a tten tion  and resources. She described
one m other w ith  a label o f m enta l re ta rd a tion  w ho had three ch ild re n  w ith
d isa b ilities . Each ch ild  received services fro m  a d iffe re n t service p ro v id e r, and a ll
had un ique and d iffe rin g  expectations fo r the m other.
One professional w an ted  the m other to  focus on feeding 
techniques fo r her o ldest c h ild  w ith  cerebral pa lsy; another w anted 
her to  to ile t tra in  her m id d le  c h ild  in  p repa ra tion  fo r preschool; another 
service p ro v id e r was teaching her exercises to im p rove  
the baby's hypoton ia , w h ile  the m other's ow n case m anager 
w anted her to focus on  he r personal appearance and voca tiona l 
op p o rtu n itie s  (Epse-Sherw indt, 1991, p. 111).
I t  is no surprise th a t the professionals a ll fe lt fru s tra te d  by the  lack o f 
progress w ith in  the fa m ily . W h ile  th is  m o ther received a great deal o f service
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support, the lack o f in teragency coo rd ina tion  resulted in  con fusion and fa ilu re  on 
the pa rt o f everyone in vo lve d .
In  L le w e llyn 's  s tu d y  (1995) o f pa ren t perspectives on  supports and 
services, parents perce ived assistance as h ig h ly  va lued resources w hen people  
offered he lp th a t w as a "go od  f it "  w ith  th e ir ow n perceptions o f th e ir needs, b u t 
they were less w illin g  to  com ply i f  advice con flic ted  w ith  th e ir ow n  v iew s.
Parents w ith  d isa b ilitie s  described people as in tru s ive  o r u n h e lp fu l w hen 
assistance was based on judgm ents b y  outsiders o r agencies about pa ren ta l needs 
and ignored parenta l w ishes. M any parents described the fear th a t th e ir c h ild  
w ou ld  be taken aw ay i f  they d id n 't com p ly w ith  the plans o f p rofessionals. The 
num ber o f people p a id  to  p rov ide  su p p o rt and the com p lex ity  o f the va rio u s  
systems m ay be ove rw he lm ing . H ow ever, w h a t m any fam ilie s  need are n o t 
recognized as "services," in d u d in g  in-hom e support, housing  services, and 
fin a n d a l support.
Fam ily Preservation Program s F am ily  preservation program s are a fo rm  o f 
fa m ily  services th a t are rece iv ing  a tten tio n  in  both the p o p u la r and s d e n tific  
press. These program s consist o f three types o f p revention: p rim a ry , secondary, 
and te rtia ry  (R eppuri, e t al., 1997). P rim a ry  consists o f in te rven tions  to  p reven t a 
spedfied problem , such as ch ild  neglect and abuse, from  ever happening; 
secondary p reven tion  suggests ea rly  id e n tifica tio n  and ea rly  in te rve n tio n ; and 
te rtia ry  p reven tion  aim s to  reduce the severity and effects o f the p rob lem  a fte r i t  
has occurred th ro u g h  some measure o f re hab ilita tive  treatm ent. F am ily  su p po rt 
and parent education program s are un ique in  tha t they can be used fo r a ll three 
types o f p reventa tive  in te rven tions. F a m ily  preservation program s, accord ing to
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B ell (1995) are based in  p a rt o n  cris is  in te rve n tio n  theo ry. Th is th e o ry  ho lds  th a t 
fam ilies experiencing a cris is (such as rem oval o f a c h ild  fro m  th e ir hom e) w o u ld  
be m ore amenable to  receive services and learn new  approaches to  p a re n tin g  and 
fa m ily  liv in g . E arly  supporte rs o f th is  theory also be lieved th a t crises are 
experienced fo r a sho rt tim e  (e.g., s ix  weeks) before they d isappear o r are 
resolved. Proponents o f th is  th e o ry  developed program s to  p reven t ou t-o f-hom e 
placem ents as w e ll as created strategies fo r fa m ily  re u n ifica tio n  a fte r ch ild re n  
w ere placed in  foster care.
Fam ily  preservation services va ry  w ith in  states and across the na tion . 
Services fo r ch ild ren  and fa m ilie s  designed to he lp  fam ilie s  (in c lu d in g  ad op tive  
and extended fam ilies) a t r is k  and in  cris is include: pa ren t tra in in g  designed to 
im p ro ve  paren ting  sk ills , resp ite  care to  p ro v id e  tem pora ry re lie f fo r parents and 
o the r care givers, and fo llo w -u p  su p p o rt to  a fa m ily  fo llo w in g  the re tu rn  o f a 
c h ild  fro m  foster care. Increasing the focus on fa m ily  p reserva tion  program s is 
the  re su lt o f leg is la tive  pressures to  keep ch ild ren  o u t o f costly ou t-o f-hom e 
placem ents and preserve the in te g rity  o f the fa m ily  u n it. S tudies conducted in  
1992 (Berry); 1995 (Bell); and 1997 (R eppud, et al.) conduded  th a t the results o f 
fa m ily  preservation program s are p rom is ing . H ow ever, there is a need fo r 
a d d itio n a l lo n g itu d in a l research to  v e rify  the effectiveness o f strategies and lo n g ­
te rm  outcomes. These program s m ust no w  face the d iff ic u lt task o f ju s tify in g  
th e ir fu n d in g  and need sound evidence o f th e ir e fficacy in  p reven ting  abuse and 
neglect.
W hile  na tiona l research on fa m ily  preservation  program s ho lds p ro m is in g  
resu lts, these program s are n o t as e ffective  fo r parents w ith  d isa b ilitie s . Parents 
w ith  d isab ilitie s  connected to  c h ild  p ro tective  services, u n fo rtu n a te ly , do no t
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re flec t the same outcom es as parents w ith o u t d isa b ilitie s . B erry (1992) eva luated 
the progress and outcom e o f 367 cases served d u rin g  three years, n o tin g  th a t 30 
percent had one o r m ore parents w ho  experienced a d is a b ility  o r serious illness 
and 10 percent experienced a developm enta l d is a b ility . Results o f th is  research 
ind ica ted  th a t "m e n ta lly  incapacita ted fam ilie s  have a m uch h ig he r ou t-o f-hom e 
placem ent ra te and w o rke rs  jud ged  these fam ilies to  be s ig n ifica n tly  less 
cooperative and less p h ys ica lly  and m e n ta lly  capable" (Berry, 1992, pg.49).
M any parents w ith  deve lopm enta l d isa b ilitie s  have been unable to m ake 
th e ir ch ild re n 's  needs a p r io r ity  w ith o u t firs t addressing th e ir ow n  needs (Epse- 
S herw ind t, 1991). L im ite d  research has dem onstrated th a t w hen services take 
in to  account the paren ta l liv in g  s itu a tio n  and le a rn in g  needs, health-risks can be 
reduced and w e ll be ing p rom o ted  fo r bo th  parents and ch ild ren  (Feldm an, 1994; 
L le w e llyn , 1996; T ym chuk, 1999, 2001). A n o th e r outcom e o f m ore 
in d iv id u a liz e d  services is  th a t parents also m ay fee l m ore com fortable in  th e ir 
pa ren ting  roles.
By th e ir d e fin itio n  and design, fa m ily  p reserva tion  program s are short­
te rm  in  nature, in tended  to  resolve a cris is in  o rd e r to  preserve the fa m ily . For 
m any in d iv id u a ls  w ith  d isa b ilitie s  the need fo r in te ns ive  long-te rm  supports in  
th e ir life  is  a c ritica l fac to r in  the lack o f success o f fa m ily  preservation program s. 
A cco rd ing  to  research conducted b y  M cC onnel and L le w e llyn  (1997) and Greene, 
e t al. (1995), m ore tim e  w as considered necessary w ith  parents w ith  d isab ilities  
than w ith  o the r parents to  establish good re la tion sh ips  and determ ine 
preferences and needs. A d d itio n a lly , c h ild  p ro te c tive  w orkers described a lack 
o f tra in in g  and experience in  adapting  tra d itio n a l p a ren t tra in in g  program s to 
the needs o f parents w ith  developm enta l d isa b ilitie s .
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P rom ising practices have been id e n tifie d  w h ich  cou ld  e ffe c tive ly  support 
parents w ith  d isab ilities (E pse-S herw indt, 1991; M cConnel &  LL ew e llyn , 1997; 
Pom erantz &  Pom erantz, 1990; T a y lo r, 1995; Tym chuk, 1999). These practices 
inc lud e  in tensive hom e-based in te rven tion , co llabora tion am ong service d e live ry  
agencies, system atic in s tru c tio n  as a parent education strategy, com m un ity  
su p p o rt measures to  a c tive ly  assist parents to  become p a rt o f th e ir local 
com m un ity , and a d d itio n a l tra in in g  fo r ch ild  pro tective  agency w orkers.
Preston and Jackobsen (1997) o f the N a tiona l Task Force on Parents w ith  
D isa b ilitie s  and th e ir Fam ilies recom m end the fo llo w in g  p rio ritie s  and strategies:
1) Prom ote re co g n itio n  and inc lus ion  o f parents w ith  d isa b ilitie s  and the ir 
fam ilies by d e ve lop ing  linkages to m ainstream  and d is a b ility  
organizations d irec ted  a t fam ilies and adults w ith  d isa b ilities .
2) Prom ote in fo rm e d  reg iona l and national po lic ies w h ich  address the 
needs o f fam ilies in  w h ic h  one o r both parents experience a d is a b ility  
th roug h  changes in  c h ild  p ro tective  service regula tions, greater fle x ib ility  
o f personal assistance rou tines, Fa ir H ousing Laws, changes in  
transporta tion  po lic ie s , equal access to adoption services, and financia l 
mechanisms to  enable parents to  purchase services and equ ipm ent to  raise 
th e ir ch ild ren.
3) Increase access to  services appropria te fo r parents w ith  d isab ilities  
th roug h  parent and pro fessiona l tra in ing , resource lib ra rie s , and 
accessible ch ildcare sites.
4) Broaden the a v a ila b ility  and developm ent o f adaptive  paren ting  
equipm ent.
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5) P rom ote and sup po rt parents w ith  d isa b ilitie s  and th e ir fam ilies  to 
speak fo r them selves.
6) A dvocate fo r parents w ith  d isa b ilitie s  across a ll d is a b ility  categories, 
across a ll e thn ic groups, and across a ll fa m ily  constellations.
W h ile  these strategies suggest p o s itive  outcom es fo r parents w ith  
d isa b ilitie s  and th e ir ch ild ren , they are n o t w id e ly  recognized o r im plem ented 
w ith in  the fie ld s  o f ch ild  p ro tection  services and d isa b ilities . There is also 
evidence fro m  anecdotal sources tha t professionals in  the fie ld  o f pre and 
postna ta l care are n o t aware o f and do n o t recom m end these program s and 
in n o va tive  strategies.
H o w  ch ild re n  and th e ir fam ilies g ro w  depends on a va rie ty  o f 
in terconnected variables. The strength o f a fa m ily  does n o t re ly  sole ly on the 
com petence o f the parents (Booth &  Booth, 2000). N um erous other re la tionsh ips 
p la y  an im p o rta n t p a rt -  fro m  brothers and sisters, grandparents, aunts and 
uncles, and o ther re la tives to  childcare p rov ide rs , neighbors, friends, peers, 
educators, and o th e r m ore d is ta n t influences. P arenting is  a shared a c tiv ity  th a t 
re flects and depends on the interdependencies and a n e tw o rk  o f social 
re la tionsh ips th a t are im p o rta n t resources to  the fa m ily .
Innova tive  Research 
As the num ber o f parents w ith  d isa b ilitie s  ra is in g  c h ild re n  grows, so g row  
the concerns o f p re  and postnatal care professionals, ch ild  p ro tective  agency 
w orkers, d is a b ility  professionals, and society. Parents w ith  d isab ilities  are an 
under-served and under-represented g roup  in  the research on ch ild  abuse and 
neglect. As a resu lt, a d d itio n a l research is needed to  understand the issues o f
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p a ren ting  w ith  a d is a b ility  as w e ll as p ro m is in g  practices in  th is  area. Th is 
research w ill su p p o rt the  need to exam ine po lic ies and practices re lated to  
parents w ith  d isa b ilitie s , p a rtic u la rly  w ith  respect to  the actions, beliefs, and 
a ttitudes o f p re  and postna ta l care professionals.
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C h a p t e r  3
L e a r n in g  M o r e  a b o u t  P a r e n t s  w it h  D is a b il it ie s :
Q u a n t it a t iv e  a n d  Q u a l it a t iv e  A p p r o a c h e s
Th is s tud y  attem pted to u tiliz e  m u ltip le  data sources fo r the te llin g  o f 
"d is c ip lin e d  sto ries" (Pugach, 2001) about the a ttitudes, beliefs, and experiences 
o f p re  and postnata l care professionals caring fo r parents w ith  d isa b ilitie s  and 
h ig h lig h t the  perceptions and experiences o f fam ilie s  rece iv ing care.
Concepts d iscovered regard ing  the attitudes, be lie fs, and experiences o f p re  and 
postna ta l care p ro v id e rs  and experiences and perceptions o f parents w ith  
d isa b ilitie s  m ay be investiga ted th rough  the use o f m u ltip le  measures ap p lie d  to  
th is  top ic . B oth q u a n tita tive  and qua lita tive  m ethods such as survey 
m ethodo logy, in -d e p th  in te rv iew s, and case s tu d y  observation strengthen the 
v a lid ity  o f fin d in g s .
Researcher Assum ptions and Research Q uestions 
Researcher A ssum ptions As stated in  the in tro d u c tio n , personal biases and 
experience as w e ll as anecdotal evidence, suggest th a t the fo llo w in g  assum ptions 
shou ld  be exp lored th roug h  fo rm a l research. W h ile  i t  w o u ld  be presum ptuous 
to  assume th a t a s ing le  s tu d y  cou ld  con firm  o r re fu te  the assum ptions tha t gu ide  
the research questions o f th is  study, i t  is lik e ly  th a t the top ic  o f pa ren ting  w ith  a 
d is a b ility  w ill be be tte r understood th rough the e ffo rts  o f th is  w o rk . Researcher 
assum ptions th a t lead to  the developm ent o f research questions are as fo llow s:
1) The factors th a t in fluence out-of-hom e placem ent recom m endations
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fo r ch ild ren  o f parents w ith  d isab ilities  are based on societal biases and a 
m edical m odel approach in  existence p rio r to the b irth  o f a ch ild .
2) Pre and postna ta l care professionals are u n fa m ilia r w ith  the m yria d  o f 
supports th a t m ay be ava ilab le  fo r parents w ith  d isa b ilities .
3) Form al systems o f su p p o rt fo r parents w ith  d isa b ilitie s  do n o t coincide 
w ith  the best in te rest o f ch ild re n  and fam ilies.
4) New  systems o f su p p o rt m erging paren ting  and d is a b ility  supports 
w ill need to  be developed to  respond to  the new  fa m ily  structures in  
today's society.
C entral Research Q uestions The questions central to  th is  s tud y  are: W hat are the 
experiences, beliefs, and a ttitude s o f pre and postnatal professionals in  N ew  
H am pshire  connected to  parents w ith  d isab ilities; and w h a t is the experience o f 
parents w ith  d isa b ilitie s  w ith  respect to  th e ir early connections to  fo rm a l systems 
o f fa m ily  support such as c h ild  p ro tective  services and fa m ily  sup p o rt agencies?
In  order to con firm  o r re fu te  m y assum ptions re la ted to  the central 
in q u iry , the fo llo w in g  specific questions were addressed:
1) A re pre and postna ta l care professionals m ore lik e ly  to  re fe r parents 
w ith  d isa b ilities  than parents w ith o u t d isa b ilities  to  c h ild  p ro tective  
services?
2) Is there a re la tio n sh ip  am ong pre and postnatal care professionals' 
career experiences, personal experiences w ith  d is a b ility , and the 
like lih o o d  o f re fe rra l o f parents w ith  d isab ilities  to  c h ild  pro tective  
services?
3) H ow  aware are pre and postnatal care professionals o f supports and
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services ava ilab le  fo r parents w ith  d isab ilities?
4) W h a t are the  experiences o f parents w ith  d isa b ilitie s  rece iv ing  c h ild  
p ro te c tive  services?
5) W h a t w ays do parents w ith  d isa b ilitie s  perceive th e y  have encountered 
d isc rim in a tio n  as parents because o f th e ir d isa b ility?
6) H o w  can services and supports be m ore ap p ro p ria te  fo r parents w ho 
have d isab ilities?
The goal o f th is  research is  to  exp lore these questions and generate 
hypotheses th ro u g h  the com parison o f s im ila ritie s  and d iffe rences am ong the 
g roups s tud ied . Suggested hypotheses w ill em erge w h ich  w il l  lead to: p o ten tia l 
so lu tions  to  the prob lem s id e n tifie d  th ro u g h  th is  research; ne w  areas o f research; 
p o lic y  recom m endations; and the in te g ra tio n  o f th is  in fo rm a tio n  in to  substantive 
and fo rm a l levels o f th e o ry  re g a rd in g  pa ren ting , d isa b ility , and  professional 
decis ion-m aking .
Research M e thod o log y 
Th is  s tud y  u tiliz e d  de scrip tive  survey research, in -d e p th  in te rv ie w in g  and 
case s tu d y  design to  address the research questions. D escrip tive  survey research 
w as selected in  o rd e r to  p ro v id e  a n o n ym ity  as w e ll as e lic it responses from  a 
b road  p o p u la tio n  o f p re  and postna ta l care professionals. In -d e p th  in te rv ie w in g  
and case s tu d y  designs w ere chosen in  o rd e r to  b rin g  to  life  prob lem s and 
successes shared b y  parents w ith  d isa b ilitie s  and th e ir fa m ilie s  and pre and 
postna ta l care p rov ide rs .
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D escrip tive  S urvey Research S urvey research was u tiliz e d  to  co llect d e scrip tive  
data th ro u g h  a w ritte n  questionna ire  based on se lf-rep o rtin g  b y  respondents. 
Survey research is the m ost e ffective  w ay, according to  P ortney and W a tk ins  
(1993), to  o b ta in  in fo rm a tio n  re la tive  to  the psycholog ica l variab les o f fears, 
perceptions, m o tiva tion s , and a ttitudes. By em p loy ing  D illm a n 's  (2000) M a il and 
In te rn e t Surveys: The T a ilo red  D esign M ethod o f su rveying , respondents w ere  
able to v ie w  th e ir p a rtic ip a tio n  in  th is  research as a va luab le  socia l exchange to  
he lp  solve im p o rta n t societal problem s. In  th is  instance, the im p o rta n t societal 
p rob lem  o f p a re n tin g  w ith  a d is a b ility  was described w ith in  the  p re -su rvey 
notice and the le tte r accom panying the survey. D illm an's m e thod  (1999) o f m a il, 
In te rne t, and te lephone surveys has achieved an average response rate o f 74 
percent w ith  no  e ffo rt ach ieving less than 50 percent. The h ig h  re tu rn  ra te was 
the im pe tus fo r u tiliz in g  D illm a n 's  Ta ilo red Design M ethod.
Th is survey research in vo lve d  six steps; 1) the o rg a n iza tio n  o f a focus 
g roup  to  re fin e  and fie ld  test the survey, 2) m a ilin g  a p re -n o tice  le tte r to  the 
survey census sam ple, 3) m a ilin g  the cover le tte r and survey, 4) m a ilin g  a fo llo w  
u p  postcard tha nk y o u /re m in d e r, and fin a lly , in  o rde r to  achieve a response rate 
close to  70 percent, 5) the m a ilin g  o f a second survey and 6) w he n  necessary 
conducting  te lephone in te rv iew s.
Focus g roup . A  na tiona l In te rn e t focus g roup  w as re c ru ite d  and 
assembled p r io r to  the deve lopm ent o f the survey in s tru m e n t. P artic ipants w ere 
re cru ite d  th ro u g h  a n a tiona l closed listserve fo r pre and postna ta l care 
professionals w here a de scrip tio n  o f the study and request fo r focus group 
m em bers was placed. In terested m em bers were asked to  e -m a il m e and w ere
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then sent research questions and the su rvey d ra fts  in  a ll stages o f developm ent. 
The focus g roup  in c lu d e d  e igh t professionals in  the fie ld  o f pre and postna ta l 
care in terested in  the to p ic  o f pa ren ting  w ith  a d isa b ility . The focus g ro u p  
responded to e a rly  d ra fts  o f the survey and p ro v id e d  in p u t in  the deve lopm ent 
o f the pre-notice le tte r, survey cover le tte r, and survey. This in p u t was h ig h ly  
va luab le  in  deve lop ing  an ins trum e n t th a t w o u ld  lead to  a h igh  response ra te  
am ong the professionals in vo lve d  in  p re  and postnata l care.
Survey design. The survey in s tru m e n t is a questionnaire designed 
spe c ifica lly  fo r th is  research to  produce de scrip tive  in fo rm a tio n , w h ich  was 
analyzed fo llo w in g  the tab u la tio n  and synthesis o f data. There is no ex is tin g  
pub lishe d  survey th a t addresses these issues.
A b ility  to ga in  access to  research p a rtic ip a n ts . M edical professional 
o rgan iza tion  s ta ff agreed v ia  telephone to  share th e ir m a ilin g  lis ts  fo r the 
purpose o f the survey. A ll organ izations p ro v id e d  up-to-date m a ilin g  lis ts  fo r 
the purpose o f th is  research. A  sm all fee was charged by tw o  o f the p a rtic ip a tin g  
organ izations.
Item  construction  and form at. P rio r to  d issem ination, fie ld  testing  was 
conducted am ong the in te rn e t focus g ro u p  (n = 8) to check fo r am b igu ity , p o o rly  
prepared  item s, and confusion. A d d itio n a lly , in -d e p th  in te rv iew s based on 
survey questions occurred w ith  app ro x im a te ly  one percent o f survey recip ients 
(n  = 9). Item s constructed fo r the questionnaire  in vo lve d  dem ographic 
in fo rm a tio n  about the respondent and con ten t in fo rm a tio n  re lated to  the
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respondents' a ttitude s, behaviors, know ledge, and experience w o rk in g  w ith  
parents w ith  d isa b ilitie s . The questionna ire  consists p r im a rily  o f forced-choice, 
m u ltip le  response op tions, and selected-response to  keep the process as s im p le  
as possible to  o b ta in  the  necessary data, p reven t m easurem ent e rro r, and 
m axim ize the  am oun t o f in fo rm a tio n  fro m  respondents. O pen-ended questions 
were inc lu d e d  as a s tra tegy to  e lic it a d d itio n a l in fo rm a tio n .
M easures. The su rvey contains a m u ltitu d e  o f variab les in c lu d in g  
nom ina l, o rd in a l, and m easurem ent (in te rva l and ra tio ). For exam ple, 
professional experience w ith  d is a b ility  is  captured b y  nom ina l m easures. A n  
o rd in a l 5 p o in t scale w ith  "a lw a ys " to  "n e ve r" as anchor po in ts  is used to  
characterize and code su rvey responses re la ted to real and scenario-based 
re fe rra l practices o f p re  and post nata l care providers, and m easurem ent 
variables in c lu d e  questions re la ted to  frequency o f contact and re fe rra ls  fo r 
parents w ith  d isa b ilitie s .
S urvey pa rtic ip a n ts . A  census questionnaire was developed and 
dissem inated to  a ll N H  ce rtifie d  d ire c t e n try  and nurse m idw ive s , N H  ce rtifie d  
O bG yn doctors, N H  p re  and postnata l nurse p ractitioners, and N H  ce rtifie d  
ped ia tric ians in c lu d e d  in  professional o rgan iza tion  m a ilin g  lis ts . P rofessional 
m edical o rgan iza tions associated w ith  these groups p ro v id e d  access to  cu rren t 
m a ilin g  lis ts  to ta lin g  ap p ro x im a te ly  719 p re  and post na ta l care p ro v id e rs . See 
A ppe nd ix  A  fo r the pre-notice , cover le tte r, and survey. The responses o f th is  
group o f m edica l p re  and postnata l care professionals p ro v id e d  a p ic tu re  o f 
professional a ttitude s and practices as the y relate to  parents w ith  d isa b ilitie s  and
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recom m endations fo r connections to  fo rm a l and in fo rm a l s u p p o rt services. The 
survey assisted in  de te rm in ing  the know ledge, experience, and a ttitudes o f pre 
and postnatal care professionals as they re la te  to  the process o f fa m ily  re fe rra l to  
resources fo llo w in g  a ch ild 's  b irth .
Survey m ode. A n  in tro d u c to ry  le tte r exp la in ing  the research was m a iled  
p r io r to  the cover le tte r and survey. F o llo w -u p  postcards w ere  sent to 715 
professionals and telephones calls w ere  m ade to  ensure a response rate close to  
70 percent. In -dep th  in te rv iew s, u s in g  the survey questions, occurred w ith  n ine 
self-selected pa rtic ipan ts representing  a ll categories o f p re  and postnata l care 
professionals.
Data analysis. Q u a n tita tive  data analysis w ill be presented in  a 
descrip tive  m anner p rov ide d  w ith  percentages and p ro p o rtio n  o f respondents as 
backup to  address the fo llo w in g  research questions:
1) A re  pre and postnatal care professionals m ore lik e ly  to  re fe r parents w ith  
d isa b ilitie s  than parents w ith o u t d isab ilities  to  c h ild  p ro tective  services?
2) Is there a re la tionsh ip  betw een p re  and postnatal care pro fessiona l's  career 
experiences, personal experiences w ith  d isa b ility , and the  lik e lih o o d  o f 
re fe rra l o f parents w ith  d isa b ilitie s  to ch ild  p ro tective  services?
3) H o w  aware are p re  and postna ta l care professionals o f supports and 
services available fo r parents w ith  disabilities?
6) H o w  can services and supports  be m ore appropria te  fo r parents w ho  have 
d isabilities?
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In  o rde r to answer question 1, a descrip tive frequency analysis approach 
was used. Survey questions 21 th roug h  24 contained scenarios o f fa m ilie s  w ith  a 
va rie ty  o f parenting issues. Respondents w ere requested to  refer parents to  
select services based on the presenting issues. A n  analysis o f frequency o f 
re fe rra ls to  ch ild  p ro tective  services com pared to  o ther services answered 
question 1.
Q uestion 2, requires the m ost in tensive quan tita tive  analysis approach. 
Frequency analysis, chi-square, are the central sta tistica l techniques. The resu lts  
o f these data are presented in  sum m ary tables in  C hapter Four. A ll o f the 
independent variables re lated to  the outcom e o f re fe rra l to  ch ild  p ro tec tive  
services have been measured. A d d itio n a lly , a second dependent variab le , 
in te nde d  re su lt of re fe rra l, was exam ined. C hi-square analysis is the m ost 
ap p ro p ria te  approach because these variables are bo th  categorical and 
m easurem ent. Dependent variables inc lude  professional experience, personal 
experience w ith  d isa b ility , age, loca tion  o f professional practice, num ber o f 
ch ild ren , and know ledge o f services. A  frequency analysis reported  in  a p ie  chart 
sheds lig h t on pre and postnatal care professionals' o p in io n  o f the supports and 
services available to  parents w ith  d isab ilities .
Open-ended q u a lita tive  responses have been exam ined and organized 
accord ing to  themes to  answer question 3. Survey questions 4a, 11, and 19 s o lic it 
answers to questions about professional tra in in g  experience regard ing  parents 
w ith  d isa b ilities , gu idelines in  p ro v id in g  services to parents w ith  d isa b ilities , and 
know ledge o f program s noted fo r th e ir services and supports fo r parents w ith  
d isa b ilities .
35
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
T im e line . This research com ponent was com pleted w ith in  n in e  m onths 
be g inn ing  A p r il 2001 and end ing  Decem ber 2001.
In -d e p th  In te rv iew s w ith  Pre and Postnata l Care P roviders
P artic ipants. In -d e p th  in te rv ie w s  w ere conducted w ith  n in e  self-selected 
p re  and postnata l care professionals as a m ethod to  e lic it a d d itio n a l in fo rm a tio n  
beyond the survey instrum ents and corrobora te the in fo rm a tio n  ga ined th ro u g h  
the survey.
Interview ees se lf-nom inated b y  com p le ting  the p o rtio n  o f the  m a il survey 
th a t asked: "W o u ld  you be in te rested in  p a rtic ip a tin g  in  an in -d e p th  in te rv ie w  on 
the to p ic  o f pa ren ting  w ith  a d is a b ility ? " In te rv ie w  pa rtic ipan ts  w e re  selected 
based on  th e ir w illingness to  p a rtic ip a te  in  the in te rv ie w  process, a v a ila b ility  to 
p a rtic ip a te  w ith in  the tim efram es o f th is  research s tudy, geographic lo ca tio n  o f 
th e ir pro fessional practice, and pro fessiona l a ffilia tio n  represented. In te rv ie w  
p a rtic ip a n ts  represent sm all tow ns, sm a ll cities, and the ru ra l N o rth  C o u n try  o f 
N ew  H am pshire . Professional p re and postna ta l care a ffilia tio n s  represent 
v is itin g  nurses, pedia tric ians, obgyns, healthcare coordinators, and a m id w ife . 
In te rv ie w s  w ere conven iently arranged a t the in te rv iew ee 's lo ca tion  o f 
em ploym ent.
Sem i-structured in te rv ie w  questions. In te rv iew s were approached w ith  a 
b ro a d ly  s tru c tu re d  scrip t th a t gu ided  the d iscussion and p ro v id e d  a basis to  
com pare responses. The sc rip t was fle x ib le  enough, how ever, to  a llo w  fo r 
p ro b in g  and the a b ility  to  ask fo llo w -u p  questions specific to the in d iv id u a l's  
circum stances. The sem i-structured s c rip t in c lu d e d  the fo llo w in g  questions:
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1) T e ll me how  you  come in to  con tact w ith  parents w ith  d isab ilities?
2) W ha t prom pted yo u  to p a rtic ip a te  in  an in -d e p th  in te rv iew ?
3) Describe some o f y o u r m ost cha lle ng in g  professional s itua tions d e a lin g  
w ith  parents w ith  d isa b ilities .
4) W ha t resources do  you  ty p ic a lly  access fo r parents w ith  d isab ilities?
5) I f  a w om an w ith  D o w n  syndrom e w ere p regnant and in  yo u r care, 
w h a t w o u ld  be y o u r response?
6) D o you  have any recom m endations fo r  addressing the challenges o f 
su p p o rtin g  parents w ith  d isa b ilities?
O rd e r and structu re  w ere im posed on the in te rv ie w  tra n scrip tio n  th ro u g h  
a cod ing process and content analysis th a t was review ed by a research assistant 
to  achieve in te r-ra te r re lia b ility . In te rv ie w s  ty p ic a lly  lasted an h o u r and a ll 
in te rv ie w  notes were audiotaped, recorded  verba tim , review ed, organized 
according to  p res id ing  themes, and then  coded accord ing to  the po ten tia l fo r  the 
p a rticu la r them e to have a p o s itive  o r nega tive  in fluence on the top ic o f 
pa ren ting  w ith  a d isa b ility . Th is process w as developed fo llo w in g  a ll data 
co llection . The next phase was open cod ing , w h ich  in vo lve d  ap p ly ing  a code to 
each designated u n it o f m eaning in  the  in te rv ie w  transcrip ts and fie ld  notes to 
generate a cod ing lis t. A t th is  stage the codes represented concepts in  the data 
tha t w ere organ ized in to  dusters o f categories. For exam ple, an in te rv iew ee m ay 
describe her sister w ith  a d is a b ility  and the  lik e lih o o d  th a t the sister cou ld  ever 
m a rry  and have ch ild ren  because o f h e r d is a b ility . Th is response w o u ld  fa ll in to  
the category o f "personal experience w ith  d is a b ility " and receive a cod ing o f " - "  
to  ind ica te  the po ten tia l negative in flu e n ce  to w a rd  a ttitudes about pa ren ting
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w ith  a d is a b ility  because the respondent discussed the u n like lih o o d  th a t the  
sister cou ld  ever be a paren t and ra ise ch ild ren .
These in te rv ie w s p ro v id e d  data re la ted  to  the research questions:
1) A re  pre  and postnatal care professionals m ore lik e ly  to re fer parents 
w ith  d isa b ilitie s  than  parents w ith o u t d isa b ilitie s  to  ch ild  p ro te c tive  
services?
2) Is there a re la tionsh ip  betw een pre and postnata l care pro fessiona l's  
professional experiences, personal experiences w ith  d isa b ility , and the 
lik e lih o o d  o f re fe rra l o f parents w ith  d isa b ilitie s  to  ch ild  p ro tective  
services?
3) H o w  aware are pre and postna ta l care professionals o f supports and 
services ava ilab le fo r parents w ith  d isab ilities?
6) H o w  can services and supports be m ore appropria te  fo r parents w ho  
have d isab ilities?
Case S tudies Case s tud y  m ethods w ere a th ird  com ponent o f th is research. The 
purpose o f the case studies was to p ro v id e  de ta iled  descriptions o f a range o f 
experiences shared by parents w ith  d isa b ilitie s  th ro u g h  in -d ep th  in te rv iew s, 
p a rtic ip a n t observation w ith  fam ilies, and re v ie w  o f archives. By u tiliz in g  these 
techniques, the sequence o f life  events, cop ing responses, and the responses o f 
the  fo rm a l and in fo rm a l systems o f su p p o rt fo r parents w ith  d isa b ilities  were 
stud ied . C orrobo ra tio n  o r dissonance o f data was assessed th rough  the 
exam ina tion  o f the m u ltip le  data sources fro m  survey research, in -d ep th  
in te rv ie w s , and case studies.
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Sample. Tw o fa m ilie s  representative o f parents w ith  d isa b ilitie s  w ith  
young ch ild re n  w ere selected fro m  a pool o f five  fo r in te ns ive  case stud ies to 
understand th e ir experiences w ith  form al and in fo rm a l connections to  services 
and supports. The tw o  p a rtic ip a tin g  fam ilies have a t least one pa ren t w ith  a 
developm ental o r m enta l hea lth  d isa b ility  and are connected to  a t least one 
fo rm a l system  o f su p p o rt such as ch ild  protective services o r /  and fa m ily  support 
agencies. Fam ily  selection to o k  place fo llo w in g  the advice and guidance o f ch ild  
p ro tec tion  w orkers w ith in  the N ew  Ham pshire D iv is io n  fo r C h ild re n  Y o u th  and 
Fam ilies and fa m ily  su p p o rt coordinators w ith in  the A rea A gency system . 
Fam ilies selected w ere de te rm ined  representative o f typ ica l fam ilie s  w hen 
pa ren ting  w ith  a d is a b ility  is an issue by the fa m ily  su p p o rt coo rd ina tors and 
sta ff fro m  the parent su p p o rt program s in te rv iew ed  fo r th is  s tudy.
A d d itio n a lly , bo th  fa m ilie s  w ere selected because they have young  ch ild re n  and 
the focus o f th is  s tu d y  be ing on curren t and early practices and systems o f 
su p p o rt fo r parents w ith  d isa b ilitie s . A lthough  access was granted, the D iv is io n  
fo r C h ild re n  Y outh and Fam ilies was non-responsive in  the e ffo rts  to  select 
fam ilies. A  po ten tia l exp lana tion  to this challenge was the com peting  stresses o f 
an overw orked, understa ffed  agency needing to  respond to  num erous requests 
fo r in fo rm a tio n  -  m ost p ressing being that o f the N ew  H am psh ire  Legisla ture 
(R ollins, personal com m un ica tion , 2002). N um erous m eetings, fo llo w -u p  letters, 
and fo llo w -u p  telephone calls occurred to select fam ilies id e n tifie d  th ro u g h  the 
D iv is io n  fo r C h ild ren  Y ou th  and Fam ilies, b u t u ltim a te ly  these attem pts d id  not 
re su lt in  the id e n tifica tio n  o f fam ilies. Fam ilies selected fo r p a rtic ip a tio n  were
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chosen v ia  fa m ily  support coo rd ina to rs  and in fo rm a l connections w ith in  the  
system  o f d is a b ility  service d e live ry  in  N e w  H am pshire.
R eview  o f archives. A  re v ie w  o f archives, such as caseworker re p o rts  and 
m edica l records, w as no t as ava ilab le  to  the case s tu d y  approach as o r ig in a lly  
be lieved because o f the constraints fro m  the D iv is io n  o f C h ild ren  Y o u th  and 
fam ilies .. Fam ilies d id  p rov ide  in fo rm e d  consent to  th is  process bu t, because o f 
the lack o f cooperation from  the D iv is io n  o f C h ild ren , Youth, and Fam ilies, 
archives o f case s tu d y  fa m ily 's  records w ere n o t available fo r re v ie w  fo r  each o f 
the fa m ilie s  p a rtic ip a tin g  in  the s tudy. In  place o f archiva l re v ie w , fo r the 
purpose o f co rrobora ting  in fo rm a tio n , in te rv ie w s  w ere conducted w ith  p a re n t 
su p p o rt p rogram s and paren t educators in vo lve d  in  the lives o f the tw o  fam ilies .
D ata cod ing  and analysis. D ata analysis encompassed T a y lo r and 
Bogdan's (1984) three phases: 1) ongo ing  d iscovery o f id e n tify in g  them es and 
de ve lop ing  concepts; 2) cod ing the da ta  and re fin in g  how  to in te rp re t the data; 
and 3) d isco u n tin g  the data fin d in g s  b y  un derstand ing  the data in  the con text 
they w ere collected. P rio r to  so rting  da ta  in to  categories, data w ere coded, 
re fined , added to, collapsed, and expanded. A ll fie ld  notes, transcrip ts, and 
docum ents w ere coded by assigning da ta  to  categories placed in  the m arg ins and 
h ig h lig h te d  w ith  colored pencils. D ata th a t w ere le ft o u t w ere accounted fo r and 
a ll data w ere d iscounted according to  the  in fluence  o f the context such as 
so lic ite d  and un so lic ited  data, observer's in fluence , data sources, and personal 
assum ptions and biases.
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Outcom es. The fin a l p ro d u c t o r outcom e o f the case s tud y approach is a 
n a rra tive  descrip tion  constructed as a process o f p u ttin g  a s to ry  together in  such 
a w a y  th a t i t  captures the research p a rtic ip a n t's  o w n  feelings, v iew s, and 
perspectives. This process has been inco rpo ra te d  in to  the w ho le  s tudy in  the 
e ffo rt to  answ er the research questions.
4) W hat are the experiences o f parents w ith  d isab ilities rece iv ing  c h ild  
p ro tective  services?
5) W hat ways do paren ts w ith  d isa b ilitie s  perceive they have encountered 
d isc rim in a tio n  as parents because o f th e ir d isab ility?
6) H o w  can services and sup ports  be m ore appropria te  fo r parents w ho  
have disabilities?
T im e line . This research e ffo rt w as com pleted in  n ine m onths beg inn ing  in  
M a y 2001 and ending January 2002.
P rotection o f H um an Subjects assurance. A ll pa rtic ipants in  the proposed 
s tu d y  w ere assured th a t th e ir p a rtic ip a tio n  was com pletely con fiden tia l and 
v o lu n ta ry . Survey responses w ere aggregated to  avo id  id e n tifica tio n  by  th e ir 
in d iv id u a l answers. Nam es and id e n tifia b le  dem ographics w ere changed fo r 
case s tu d y  partic ipants. A p p ro v a l w as ob ta ined fro m  the U n ive rs ity  o f N e w  
H am p sh ire 's  In s titu tio n a l R eview  B oard. See A ppend ix  A  fo r ERB A p p ro va l.
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C h a p t e r  4
A n  E m e r g in g  U n d e r s t a n d in g  o f  t h e  E x p e r ie n c e , a t t it u d e s , P e r c e p t io n s ,
A N D  PRACTICES OF PRE A N D  P O S TN A TA L C A R E  PR O VIDER S A N D  PARENTS W IT H
D is a b il it ie s
Ins igh ts , issues, and new  concepts d iscovered th ro u g h  exam in ing the 
experiences o f p re  and postnatal care p ro v id e rs  and parents w ith  d isa b ilitie s  
are re in fo rced  and con firm ed th ro u g h  the  m u ltip le  m ethodolog ies a p p lie d  to  
the in te rp re ta tio n  o f th is  top ic. B oth q u a lita tiv e  and q u an tita tive  m ethods - 
such as su rvey m ethodology, in -d e p th  in te rv ie w s , and case study observa tion  
- strengthen the  v a lid ity  o f the research resu lts . As de ta iled  in  the p rev iou s  
chapter, the s tu d y 's  fin d in g s  are d raw n  fro m  data collected th rough a m a il 
survey o f a ll N e w  H am pshire pre and postna ta l care p rov ide rs, in -d e p th  
in te rv ie w s w ith  n ine pre and postna ta l care p rov ide rs , and case studies w ith  
tw o  fam ilies in  w h ich  one o r bo th  o f the paren ts experience a d isa b ility . F irs t, 
broad fin d in g s  th a t relate to  a ll research questions w ill be presented. S pecific 
fin d in g s  re la ted  to  each research question  w ill fo llo w .
42
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
S urvey Response
The survey, conducted in  the sp rin g  and sum m er o f 2001, was m a ile d  
to  a ll reg istered pre and  postna ta l care professionals (n  = 719) in  the state o f 
N e w  H am psh ire . These pro fessiona ls in c lu d e d  reg is te red  v is itin g  nurses, 
ob s te trid an -gyne co log is ts , m id w ive s , p e d ia tric ia n s , and b ir th  coo rd ina to rs. 
The su rvey resu lted  in  an ove ra ll response ra te  o f 64 pe rcen t o f a ll p re  and 
postna ta l care p ro v id e rs  in  N ew  H am psh ire . T h is  h ig h  ra te  o f response can 
be a ttrib u te d  to  the use o f D illm a n  (2000) m e thod  o f m a il and In te rn e t 
surveys. The respondents were asked to  re tu rn  a postca rd  o n  w h ich  they w ere 
requested to  check o ff e ith e r " I  have com pleted the su rve y ," or, "M y  fie ld  o f 
w o rk  does n o t a p p ly  to  p re  and postna ta l care." The re tu rn  o f a postcard was 
counted as a response. The num ber o f re tu rn e d  postcards to ta le d  457. A  m ore 
accurate response rate based on com pleted surveys and the sub traction  o f 
response cards s ta ting  "M y  fie ld  o f w o rk  does n o t a p p ly  to  p re  o r postna ta l 
care" is  46 percent. Each survey in  the data set represents a case and there are 
234 com ple ted surveys o f the 244 re tu rned .
The h ig hest ra te  o f re tu rn  fro m  respondents w hose fie ld  o f w o rk  does 
n o t a p p ly  was reg iste red  v is itin g  nurses. N o t a ll o f these professionals w o rk  
in  the fie ld  o f pre and postna ta l care and i t  was n o t possib le  to  delineate 
categories w ith in  the m a ilin g  lis t p ro v id e d  b y  the  p ro fess iona l association. 
A d d itio n a lly , m a ilin g  lis ts  conta ined a m u ltitu d e  o f du p lica te s  in  va rious 
categories. For exam ple, ap p rox im a te ly  80 p e d ia tric ia n s  and obgyns were 
cross-lis ted  on  bo th  m a ilin g  lis ts . B irth  coo rd in a to rs  represent the h ighest
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ra te  o f re tu rn  at 69 pe rcen t and m id w ive s  the lo w e s t a t 26 percent. The 
geographic lo ca tio n  p ro fess io na ls  id e n tifie d  w ith  in  the su rvey  represented 
52.6 percent ru ra l, 36.3 pe rcen t suburban, and 9 percen t u rban . W om en 
com prised 69.7 pe rcen t and m en 29.5 percent o f the  respondents; 87.6 percen t 
w ere parents and 11.5 pe rcen t are no t. Age ranges fro m  27 years (n = l)  to  70 
(n = l) The m ed ian  age w as 45. Table 1 depicts su rvey re tu rn s  by p ro fessiona l 
categories.
Table 1: S urvey R etu rns b y  Professional G ro up




R N /A R N P 91 38.9 38.9 38.9
O B G YN 43 18.4 18.4 57.3
M id w ife 8 3.4 3.4 60.7
P ed ia tric ian 76 32.5 32.5 93.2
Birth C oordinator 16 6.8 6.8 100.0
T o ta l N =234 100 100
Data analysis was conducted u tiliz in g  SPSS. D ata w ere de fined and 
coded n u m e rica lly  fo r eve ry survey question. Frequency analysis, cross 
tabu la tion , chi-square, and Pearson co rre la tio n  w ere  the s ta tis tica l tests used 
to  analyze survey data. A n  a lpha le ve l o f .05 w as used fo r a ll s ta tis tica l tests. 
The data set conta ins b o th  m easurem ent and categorica l variab les. 
M easurem ent variab les in c lu d e  years o f p ro fess iona l experience, nu m be r o f 
parents cared fo r, age o f respondent, and num ber o f ch ild re n  o f respondent. 
C ategorical variab les in c lu d e  pro fessiona l a ffilia tio n , re fe rra l rates to  su p p o rt 
services, re la tio n sh ip  to  d is a b ility , tra in in g  rece ived about parents w ith
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d isa b ilitie s , and personal in fo rm a tio n . A d d itio n a lly , opened- ended 
questions w ere asked re q u irin g  the respondent to  describe th e ir  p ro fess iona l 
tra in in g  experience (question  4a), gu ide lines fo llo w e d  in  ca rin g  fo r fa m ilie s  
w hen a pa ren t experiences a d is a b ility  (question 11), and p rog ram s o f w h ic h  
professionals are aw are th a t are no ted  fo r th e ir in vo lve m e n t w ith  pa ren ts 
w ith  d isa b ilitie s  (question  19).
In te rv ie w s  w ith  Pre and Postnatal Care P rov id e rs  
N ine  face-to-face in te rv ie w s  w ere conducted w ith  p ro fessiona ls in  the 
fie ld  o f pre and postna ta l care. In terview ees self-selected by  co m p le tin g  the 
p o rtio n  o f the m a il su rvey th a t asked, "W o u ld  yo u  be in te rested  in  
p a rtic ip a tin g  in  an in -d e p th  in te rv ie w  on the to p ic  o f p a re n tin g  w ith  a 
d is a b ility ? " O f the 244 re tu rn e d  surveys, th irty -e ig h t in d iv id u a ls  vo lu n tee red  
to  pa rtic ipa te . A ll these in d iv id u a ls  w ere contacted v ia  te lephone a n d /o r  e- 
m a il, and arrangem ents w ere m ade to  conduct the in te rv ie w s  w ith  
respondents w ho  w ere s till in te rested  in  p a rtic ip a tin g . In te rv ie w  p a rtic ip a n ts  
w ere u ltim a te ly  selected based on th e ir w illingness to p a rtic ip a te  in  the 
in te rv ie w  process, a v a ila b ility  to  p a rtic ip a te  w ith in  the tim e fram es o f th is  
research study, geograph ic loca tion  o f th e ir professional p ractice, and 
p ro fessiona l a ffilia tio n  represented. In te rv ie w  p a rtic ipa n ts  represented sm a ll 
tow ns, sm all cities, and the ru ra l N o rth  C oun try  o f N ew  H am psh ire . 
P rofessional p re  and postna ta l care a ffilia tio n s  represented v is itin g  nurses 
(n3), pe d ia tric ians (n2), obgyns (n2), a b ir th  coord inator (n l) , and  a m id w ife
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(n l) . The num ber o f p a rtic ip a n ts  in  the selected categories w as in  d ire c t 
co rre la tio n  w ith  the  percentage o f respondents com pris ing  the b re a ko u t o f 
p ro fessiona l title s  in  the  re tu rn e d  surveys. In te rv ie w s  w ere co n ve n ie n tly  
arranged w here the  in te rv ie w ee  w o rke d . In te rv ie w s  to o k  place in  
environm ents ra n g in g  fro m  la rge  m ed ica l centers, sm all do c to r's  o ffice s, and 
a co m m u n ity  hea lth  center o ffice , to  a hu m an  service agency o ffice , a n d  in  
the m id w ife 's  hom e. S ix w om en and three m en w ere in te rv ie w e d .
The clusters o f categories th a t em erged th ro ug h  the cod ing  and analysis 
o f the tra nscrip ts  w ere  'pe rsona l experience w ith  d is a b ility ,' 'p ro fe ss io n a l 
experience and tra in in g  in  d is a b ility ,' 'typ e s  o f d isa b ilities  and a b ility  to  
pa ren t,' 'kn o w le d g e  o f d is a b ility  resources,' and 'recom m endations fo r 
change.' Each them e w ith in  a ll categories except 'recom m endations fo r  
change' rece ived a p o s itiv e  o r negative  valence based on m y  sub jective  
in te rp re ta tio n  o f the respondents ' perspectives and a ttitudes about the  to p ic  at 
hand. For exam ple, the  fo llo w in g  quote w o u ld  fa ll in  the category o f 'ty p e  o f 
d is a b ility  and a b ility  to  pa ren t7 (D ow n syndrom e) and receive a '- ' re g a rd in g  
the p ro fess iona l's  a ttitu d e  to w a rd  a person w ith  D ow n syndrom e in  the  ro le  
o f parent.
D ow ns ch ild re n , I  be lieve, are less fe rtile , so you  a ren 't go ing  to  see th a t 
m any D ow ns parents. I  th in k  they w o u ld  need he lp  ra is in g  a c h ild . 
They w o u ld  n o t be able to  do  i t  on  th e ir ow n, they w o u ld  need th e ir 
p a ren t7s su p p o rt, they w o u ld  need someone, I  d o n 't th in k  they c o u ld  be 
le ft alone w ith  the baby, (obgyn)
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The category "  P ro fessiona l T ra in in g  in  D is a b ility  and A b ility  to  P aren t" 
fo llo w e d  the  same co d in g  process. For exam ple, the  fo llo w in g  quote is  
categorized as "n o  tra in in g  in  care w hen parents experience a d is a b ility "  and 
be coded
I th in k  i t  i t  is  a la ck  o f tra in in g  on ou r p a rt to  re a lly  ask any fa m ily  
illn ess  questions. I  th in k  w e have to  ask questions be tte r. B u t I  ha d  no 
tra in in g  in  ta k in g  care o f parents and h e lp in g  the fa m ilie s  w he re  
parents have d is a b ilitie s , (ped ia tric ian )
P ositive  and ne ga tive  cod ing  represents o n ly  one response w ith in  each
category p e r in te rv iew ee . In  a fe w  instances pro fessiona ls seemed
am biva len t. T h is  is  im p o rta n t to  acknow ledge and w e re  som etim es coded as
bo th  "+ ' and Selected quotes are inc luded  in  sections be low  to  add
richness and re lia b ility  to  the presen ta tion  o f fin d in g s . The research assistant
was u tiliz e d  to  achieve in te rra te r re lia b ility  in  the cod ing  o f a ll tra nscrip ts .
For a ll data cod ing  in  w h ic h  consistency was n o t achieved, d iscussion to o k
place to agree on a code o r d iscard  the data. A p p ro x im a te ly  85 percent o f a ll
re levan t tra n s c rip t da ta achieved 100 percent in te rra te r re lia b ility  and are
conta ined in  th is  s tud y. M a n y  o f the data tha t w ere n o t in c lu d e d  re la ted  to
discussions re g a rd in g  peop le  w ith  chron ic hea lth  co n d itio n s  such as asthm a,
cancer, and F nV  the re fo re  w ere  n o t appropria te  to  in c lu d e  in  th is  s tudy. I
began each o f the in te rv ie w s  w ith  an exp lanation  o f m y  in te res t in  the to p ic
o f pa ren ting  w ith  a d is a b ility . The fo llo w in g  statem ent is an exam ple o f how
I  began each in te rv ie w :
This to p ic  is  n o t an area I  started o u t saying I  am  re a lly  in te rested in  the 
top ic  o f parents w ith  d isa b ilitie s . I  became fascinated b y  it  because o f 
the absence o f in fo rm a tio n . As I lis ten  to the stories o f parents w ith
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d isa b ilitie s , I  o ften  hear th a t parents are concerned about the 
a v a ila b ility  (o r lack thereof) o f p a ren ting  sup po rt. I  began to 
w o n d e r.. .w here does th is su p p o rt come fro m  and how  do parents 
access it?
Fam ily  Case S tudies 
Selected F a m ilie s  The Schultz and the Becker fa m ilie s  pa rtic ipa ted  in  the  case 
s tu d y  process. Fam ilies were in te rv ie w e d  in  th e ir hom es, in  th e ir ne ighb or's  
hom e, in  th e ir pa ren t sup po rt program s, and ove r the telephone. A  to ta l o f 
e ig h t hou rs o f in te rv ie w s  and observations to o k  place. The Schultz fa m ily  
consisted o f a sing le  pa ren t w ith  deve lopm enta l d isa b ilitie s  o f tw o  ch ild re n  
liv in g  w ith  he r parents in  sem i-ru ra l N ew  H am psh ire . The Beckers in c lu d e d  
tw o  paren ts w ith  m enta l illness and th e ir three ch ild re n , liv in g  in  u rban 
N ew  H am psh ire . B o th  fam ilies w ere w illin g  and in te rested  pa rtic ipa n ts  in  
the case s tu d y  aspect o f th is  research pro ject.
In -d e p th  in te rv ie w in g  w ith  fa m ilie s . In -d e p th  in te rv ie w in g  occurred 
w ith  b o th  fa m ilie s . In te rv ie w s  in v o lv e d  face-to-face encounters between 
m yse lf and the p a rtic ip a n ts  in  o rde r to  understand the p a rtid p a n ts ' 
perspectives on th e ir o w n  lives, experiences, and s itua tions  as described in  
th e ir o w n  w o rd s  (T ay lo r &  Bogden, 1984). Th is in te rv ie w  process was 
m odeled a fte r re spectfu l conversations am ong equals ra th e r than a fo rm a l 
p rede te rm ined  question  and answer m ethod. T h rou gh  the process, I  gathered 
in fo rm a tio n  b y  le a rn in g  w ha t questions to ask along the  jo u rn e y  o f data 
ga the ring . By asking no n -d irec tive  questions in it ia lly , I  learned w ha t is
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im p o rta n t to  the p a rtic ip a n ts . T h is  process gu ided  the data co llec tio n . 
In te rv iew s w ere conducted ove r a tw o -m o n th  pe rio d  and across a v a rie ty  o f 
settings such as hom e, a n e ig h b o r's  hom e, fa m ily  su p po rt p rog ram , an d  a 
p a re n t tra in in g  event.
Parents were g ive n  every o p p o rtu n ity  to  ask questions abou t the  s tudy 
and seek reassurance ab ou t a n o n ym ity  and co n fid e n tia lity . W hen th e y  were 
sa tis fied  abou t w h a t th e ir in vo lve m e n t en ta iled , I  asked them  to  s ign  an 
in fo rm e d  consent fo rm . A n o th e r fa m ily  m em ber assisted w he n  necessary to 
he lp  the in te rv iew ee  un de rs tan d  the in fo rm e d  consent fo rm .
In te rv ie w s w ere tape recorded w ith  pa ren ta l perm ission . In  a fe w  
instances how ever, tape re co rd in g  was n o t ap p ro p ria te  due to  concern fo r  
p riva cy  o r background noise in  a p u b lic  place. In  these circum stances, I  made 
extensive fie ld  notes d u rin g  and im m e d ia te ly  fo llo w in g  the in te rv ie w  pe riod . 
O ne fa m ily  was in te rv ie w e d  tw o  tim es in  tw o  d iffe re n t se ttings. One fa m ily  
w as in te rv ie w e d  three tim es in  three d iffe re n t settings fo r a to ta l o f 
a p p ro x im a te ly  fo u r p lu s  hours pe r fa m ily .
P a rtic ip a n t observa tion . P a rtic ip a n t observa tion  goes h a n d -in -h a n d  
w ith  in -d e p th  in te rv ie w in g . O bservations th a t w ere n o t p a rt o f the 
in te rv ie w s  occurred a t the  pa ren ts ' in v ita tio n . Th is m ethod o f obse rva tion  
to o k  place w ith in  the n a tu ra l contexts o f the subjects. For exam ple, I  w as 
in v ite d  to  observe fa m ily  in te ra c tio n s  in  the  hom e o f one o f the  fa m ilie s  and 
a ttend  a parent-baby su p p o rt p rog ram  th a t was de term ined h e lp fu l to one o f
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the fam ilies. F o r in fo rm a tio n  th a t m ay n o t be ga thered th ro u g h  the in te rv ie w  
process, a keen eye and a b ility  to  acquire and in te rp re t m eaning fro m  o rd in a ry  
su rround ings are c ritic a l to  the  data co llection  process. O bserva tion  to o k  
place in  the in d iv id u a ls ' hom es, socia l, and co m m u n ity  su rro u n d in g s , and 
other places de te rm ined  by the p a rtic ip a n t. A  m in im u m  o f tw o  v is its  each 
lasting  tw o  ho u rs  occurred. Telephone calls to  v e r ify  a d d itio n a l questions 
and in fo rm a tio n  w ere  m ade fo llo w in g  each v is it.
P resenta tion o f Specific Research Results 
Results o f th is  research s tu d y  are presented in  d ire c t correspondence 
w ith  the a p p ro p ria te  research question . Th is approach a llow s fo r data to  be 
organ ized in to  m e a n in g fu l them es and responses to  questions.
A re  pre and postna ta l care professionals m ore lik e ly  to  re fe r parents w ith  
d isa b ilitie s  than  parents w ith o u t d isa b ilitie s  to  c h ild  p ro te c tive  services?
W h ile  th is  question  was n o t spe c ifica lly  asked in  the su rvey o f p re  and 
postnata l care professionals, d e scrip tive  survey da ta  re g a rd in g  in fo rm a tio n  
about re fe rra l p ractices and resu lts  fro m  in -d e p th  in te rv ie w s  w ith  
professionals in  p re  and postna ta l care are u tiliz e d  to  address th is  question .
S urvey data. These data re fle c t an analyzed frequency count o f 81.8 
percent o f respondents w ho  have a c tu a lly  cared fo r  parents w ho  have 
d isa b ilities . O n ly  18.2 percent o f survey respondents have never cared fo r  a 
parent w ith  a d is a b ility . There was no data fo r three respondents. See Table 
2.
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Table 2: N um b er o f Respondents Caring: fo r  Parents w ith  a D is a b ility  
-- . ;;* v ^Treafed^pareiit^:' -
i -   ^ ••••
A R N P /R N Count 78 13 91
% w ith in  professional title 85.7% 14.3% 100%
OB-GYN Count 42 1 43
% w ith in  professional title 97.7% 2.3% 100%
M idwife Count 5 3 8
% w ith in  professional title 62.5% 37.5% 100%
Pediatrician Count 50 23 73
% w ith in  professional title 68.5% 31.5% 100%
Birth Coordinator Count 14 2 16
% w ith in  professional title 87.5% 12.5% 100%
Total Count 189 42 231
% w ith in  professional title 81.8% 18.2% 100%
D escrip tive  su rvey data in c lu d e  the resu lts to  question  14, "H ave you eve r 
m ade a re fe rra l to  c h ild  p ro tec tive  services fo r  a fa m ily  in  yo u r care w he n  one 
o r bo th  parents experience a d isa b ility? " 36.8 percen t responded "yes" and 63.2 
percen t responded "n o ."  See F igure 1 fo r p ro fess iona l responses.
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■ I ob-q y n
■ m id w ife  
H  Pediatrician
Missing yes no
referal to child protective agency
F igure 1: Percent o f R eferrals to  C h ild  P rotective Services by P ro fess iona l 
Categories
The m ost frequen t reason fo r re fe rra l was the perceived r is k  o f c h ild  
abuse - 55.7 percent as opposed to  actual evidence o f ch ild  abuse - 38.9 percent. 
To question  18, " In  yo u r o p in io n  are parents w ith  certa in types o f d isa b ilitie s  
m ore lik e ly  to  be re fe rred  to  c h ild  p ro tec tive  services?" 57 percen t responded 
"ye s" and 43 percent responded "n o ." The type o f parental d is a b ility  m ost 
lik e ly  to  lead to  re fe rra l w as m enta l illness (n=58), fo llo w e d  b y  cog n itive  
d isa b ilitie s  (n=40). Physical and sensory d isa b ilitie s  were n o t d te d  b y  any 
respondents (n= 0).
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The questions m ost sp e c ifica lly  designed to  answ er research qu estion  
"A re  p re  and postna ta l care pro fessiona ls m ore lik e ly  to  re fe r parents w ith  
d is a b ilitie s  tha n  parents w ith o u t d is a b ilitie s  to c h ild  p ro te c tive  services?" 
w ere su rve y  questions 20 th ro u g h  24. These questions presented fo u r 
scenarios o f d iffe re n t types o f fa m ilie s  w ith  a va rie ty  o f d is a b ility  and 
n o n d is a b ility  experiences. R espondents w ere  asked to  m ake re fe rra ls  based 
on the issues presented by the fa m ily  described in  the scenarios. R e fe rra l 
sources in c lu d e d  hom e v is itin g  services, ad op tio n , fos te r care, p a re n t tra in in g  
p rog ram , c h ild  p ro te c tive  services, e a rly  in te rve n tio n , a loca l area agency, 
m enta l h e a lth  centers, G ran ite  State Independen t L iv in g , D is a b ility  R igh ts  
C enter, w e lfa re  agencies, housing  agencies, and others. C ircum stances the 
fa m ilie s  presented changed in  each scenario. Challenges in c lu d e d  p o v e rty  in  
ru ra l N e w  H am psh ire , un em p loym e n t, an em ployed m o the r w ith  cerebra l 
pa lsy, a s in g le  m o ther w ho  is b lin d , and a m o ther w ith  a lo w  IQ  w hose 
husband has sch izophren ia . See A p p e n d ix  A  fo r a copy o f the survey.
O n ly  tw o  scenarios resu lted  in  re fe rra ls  to c h ild  p ro te c tive  services.
One scenario concerned a m o ther w ith  an IQ  o f 70 m a rrie d  to  a m an w ith  
sch izophren ia . F ifty  professionals (21%) o f a ll respondents recom m ended 
re fe rra l to  c h ild  p ro te c tive  services. The o th e r scenario represented the 
s ing le  m o th e r w h o  was b lin d . E leven professionals (4.7%) o f a ll respondents 
recom m ended re fe rra l to  c h ild  p ro te c tive  services. In  b o th  scenarios, the 
frequency o f these re ferra ls was too lo w  to  analyze beyond a s im p le  count.
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The da ta  represents a 95.3 percent response ra te  to  these questions (n=223) 
fro m  a to ta l num ber o f 234 surveys.
In -d e p th  in te rv ie w  data. D ata d e rive d  fro m  the in -d ep th  in te rv ie w s  
w ith  p re  and postna ta l care professionals w ere categorized according to  "ty p e  
o f d is a b ility  and a b ility  to  pa ren t" and coded accord ing to  w hether the 
d is a b ility  typ e  led  to  a po s itive  o r negative a ttitu d e  tow a rd  one's a b ility  to  
paren t. The synthesized data are presented in  the tab le be low  fo llo w e d  b y  
specific quotes fro m  pre  and postna ta l care p ro v id e rs  regard ing d is a b ility  and 
p a re n tin g .
Table 3: T ype o f D is a b ility  and A b ility  to  P arent
Type o f D is a b ility A b ility  to  
P a re n t
Deafness +/ +#•+/•+, 
+/ +
Physica l D isa b ilitie s +/+/■+/+/+/+/ 
+/+/ “
Loss o f H an d +
M e n ta l R e ta rd a tio n /C o g n itiv e  D isa b ilitie s
D o w n  S yndrom e
M e n ta l Illn e ss
A r th r it is +
S pina l C o rd  In ju rie s +
C h ro n ic  Illn e ss +
B lin d n e ss -
A d d ic tio n +
C o m m u n ica tio n  D is a b ility -
I  w o u ld  have to  re a lly  step back and p o nde r the b ig  eth ical 
issue o f w he the r people w ith  s ig n ific a n t lim ita tio n s  in  life  sho u ld  
be encouraged to  be a ll they can be and go o u t and reproduce o r 
w hen  they shou ld  be discouraged. F rom  w h ic h  side o f D a rw in 's  
th e o ry  - I  d o n 't kn o w  the answ er to  th a t one. (obgyn) (-)
There are lo ts  o f people on these in jectab le , long-acting  
contraceptives because they are vu ln e ra b le  to  pregnancies 
and th a t is w h a t th e ir care taker says is  appropria te . A nd
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w he the r you  can get in fo rm e d  consent fro m  som ebody w ho  
cannot ca rry  on a conversation. I t  is  hard. You w o n 't solve 
tha t one. (obgyn) (-)
I  th in k , p a rtic u la rly  w ith  parents w ith  cogn itive  d isa b ilitie s  
there are issues o f neglect, and I  say, benign neglect in  th a t I 
d o n 't th in k  th a t anyone m a lic io u s ly  o r in te n tio n a lly  is neg lecting  
th e ir c h ild , b u t ce rta in ly  c o u ld n 't a ttend to  the needs o f th e ir 
ch ild , and there fore  the c h ild  sh o u ld  be rem oved fro m  the hom e. 
This is a g ray zone w e end up  d o in g  w ith  parents w ith  cog n itive  
d isa b ilitie s , (ped ia tric ian ) (-)
In  the cases o f m enta l im p a irm e n t, the  paren t o f a c h ild  w ith  
no rm a l in te llig e n ce  can som etim es present a d d itio n a l d iffic u ltie s , 
p a rtic u la rly  a t adolescence, in  th a t the ch ild  m ay be em barrassed 
w hen th e y  become aw are th a t the y  are sm arter than th e ir 
parents, (p e d ia tric ia n ) (-)
I f  you  take a p o p u la tio n  o f parents w ith  an IQ  o f 80 and com pare 
i t  to a p o p u la tio n  o f parents w ith  an IQ  o f 100, there w o u ld  be a 
h ig he r percentage o f fa ilu re  to p a re n t w e ll am ong the p o p u la tio n  
o f parent7s w ith  lo w e r IQ s. SO I  am  sure you  cou ld fin d  in fo rm a tio n  
th a t there is  d isc rim in a tio n  to w a rd  parents w ith  in te lle c tu a l 
d isa b ilitie s . You s ta rt o u t w ith  the bias tha t a paren t w ith  an IQ  o f 
80 is a r is k  factor. Some o f these parents w ill do a pe rfec tly  good 
job  on th e ir ow n. Some o f them  w il l  do an adequate job  w ith  some 
he lp and some a re n 't g o in g  to  do a good job , even w ith  he lp . Y ou 
d o n 't kn o w  w h ich  category a p a rtic u la r pa ren t is go ing  to  fa ll u n til 
you  see h o w  they are d o ing , (ped ia tric ian ) (-)
I  was a lit t le  su rprised  th a t these k id s  were s till w ith  th e ir 
m others (m others w /  a d d ic tio n  p rob lem s) w here i t  looked  to  m e 
lik e  they s h o u ld n 't be. So I  had to  change and broaden m y w ho le  
perspective to  recognize th a t we sh o u ld  try  to keep these k id s  w ith  
th e ir parents - kn o w in g  th a t the k id s  p roba b ly  do b e tte r.(m id w ife ) (+)
I t  is possible to v isua lize  people becom ing parents and fa llin g  
in  love w hen  they are in  a w he e lcha ir b u t ha rde r w hen I lo o k  
a t m y o w n  prejudices, (m id w ife ) (+)
Deaf parents and those w ith  ph ys ica l d isa b ilitie s  are bo th  challenges 
th a t are fa ir ly  obvious and people are w illin g  to  ju m p  in  and he lp 
people m anage .(ped ia tridan ) (+)
A  m o the r I  kn o w  w ho  is  severe ly co g n itive ly  im pa ired  and she 
c o u ld n 't set an alarm  c lock and y e t she parented th is  ch ild  w ith
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huge am ounts o f su p p o rt. B u t th a t is  m o s tly  because we looked 
a t the su rro u n d in g  issues and said 'in  th is  s itu a tio n , g iven eve ryone 's  
tim e  and e ffo rt, w e feel s tro n g ly  enough th a t w e  are w illin g  to  p u t 
in  the tim e  and e ffo rt fo r  th is  m o th e r and  c h ild . I  can envis ion  the 
same m o the r and c h ild  in  d iffe re n t circum stances w here i t  
w o u ld n 't happen, (p e d ia tric ia n ) (+) (-)
In -d e p th  in te rv ie w s  re su lted  in  a clear preference th a t people w ith  ce rta in  
types o f d isa b ilitie s  are m ore lik e ly  to  be re fe rre d  to  c h ild  p ro tective  services 
than others. A ttitu d e s  to w a rd  the  p a re n tin g  a b ility  o f peop le  w ith  ph ys ica l 
d isa b ilitie s  o r w ho  are D eaf w ere  p o s itiv e  and m e n ta l re ta rd a tion , co g n itive  
d isa b ilitie s , and D o w n  syndrom e a ll w ere pe rce ived  to  nega tive ly  in flu e n ce  
p a re n tin g .
Q uestion  one sum m ary. The c u lm in a tio n  o f da ta  fro m  the su rvey  and 
in -d e p th  in te rv ie w s  resu lted  in  fin d in g s  th a t suggest th a t the m a jo rity  o f p re  
and postna ta l care p ro v id e rs  have cared fo r pa ren ts w ith  d isa b ilitie s  y e t o n ly  
36.8 pe rcen t have m ade re fe rra ls  to  c h ild  p ro te c tive  services fo r parents w ith  
d isa b ilitie s . M en ta l illness and co g n itive  d is a b ilitie s  w ere  the d isa b ilitie s  m ost 
lik e ly  to  be re ferred. F u rth e r ana lysis w ill be p ro v id e d  in  C hapter Five.
Is there a re la tio n sh ip  betw een p re  and postna ta l care p ro fess iona l's  
career experiences, personal experiences w ith  d is a b ility , and the 
lik e lih o o d  o f re fe rra l o f parents w ith  d is a b ilitie s  to  c h ild  p ro tective  services?
The response to  th is  qu e stio n  requ ires the  m ost in tens ive  q u a n tita tive  
analysis approach u tiliz e d  in  th is  s tud y. C h i square, Pearson C orre la tion , 
and cross ta b u la tio n  analysis w ere  the s ta tis tica l techniques tha t com pared the
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variab les o f p ro fessional experience and personal experience w ith  lik e lih o o d  
o f re fe rra l. A ll o f the in d e p e n d e n t va riab les re la ted to  the ou tcom e o f re fe rra l 
to  c h ild  p ro te c tive  services w ere  m easured. These variab les in c lu d e  
pro fess iona l experience, persona l experience w ith  d is a b ility , age, lo ca tio n  o f 
p ro fess iona l practice, num be r o f c h ild re n , and know ledge o f services. 
A d d itio n a lly , specific resu lts  fro m  in -d e p th  in te rv ie w s add co n tex t and life  to  
the analyzed data.
S urvey data. A  s im p le  fre que ncy  analysis to  survey qu estion  4 "D id  
yo u  receive tra in in g  and in fo rm a tio n  abou t parents w ith  d is a b ilitie s  in  yo u r 
p ro fess iona l tra in in g  p rog ram ?" re su lte d  in  a 100 percent response ra te  to  the 
qu e stio n  w ith  21.4 percent h a v in g  re ce ived  tra in in g  and in fo rm a tio n  o n  the 
to p ic  o f pa ren ting  w ith  a d is a b ility  and 78.6 percent re sp o n d in g  th a t they have 
n o t r eceived tra in in g  and in fo rm a tio n  on the top ic. See F ig u re  2.
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yes no
train ing/disablttties
Figure 2: P rofessional T ra in in g  and Experiences in  P arenting w ith  a D is a b ility  
C hi-square analysis revealed variab les im p a c tin g  re fe rra l to  ch ild  p ro te c tive  
services as w e ll as the in tended  outcom es o f those re fe rra ls. W ith  an a lpha 
leve l o f .05 the effect o f tra in in g  was s ta tis tica lly  s ign ifica n t. In  a d d itio n , 
geograph ic loca tion  shows the prom ise  o f significance.
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Table 4: Variables Impacting Referral to Child Protective Services
V ariab les C hi-square d f P
T ra in in g 6.28 1 .013*
G ender .353 1 .553
P rofessiona l T itle 5.609 4 .230
G eograph ic lo ca tio n 5.923 2 .052
Personal experience 2.520 1 .112
M a rita l status 2.77 3 .563
P arenta l status .979 1 .323
*p < .05
Pearson co rre la tio n  revealed the p o te n tia l s ign ificance  o f age and years 
experience in  re la tio n  to  re fe rra ls  to ch ild  p ro te c tive  services as show n 
Tables F ive and Six. Years o f experience w ere s ig n ific a n t a t .05.
Table 5: C o rre la tio n  o f R eferra l Practices and A g e
Pearson C o rre la tio n R e fe rra l Age
R e fe rra l C o rre la tio n 1 -.056
Sig (2 -ta iled ) • .423
N 212 204
A ge C o rre la tio n -.056 1
Sig (2 -ta iled ) .423 •
N 204 225
Table 6 Pearson co rre la tio n  re fe rra l /  year o f experience
Pearson C o rre la tio n R e fe rra l E xperience
R e fe rra l C o rre la tio n 1 -.148*
Sig (2 -ta iled ) • .423
N 212 209
E xperience C o rre la tio n -.148* 1
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The fo llo w in g  tab le ind ica tes  the in te n d e d  re su lt o f re fe rrin g  to  c h ild  
p ro te c tive  services w hen one o r b o th  parents experience a d is a b ility . 
Table 7: In tended  R esu lt o f R eferra l
V ariab les C hi-square d f P
R eferra l to  rem ove c h ild .272 1 .602
R eferra l fo r fa m ily  su p p o rt 4.207 1 .040*
R eferra l fo r  fa m ily  tra in in g 4.543 1 .033*
*p  < .05
P rofessionals w h o  rece ived tra in in g  in  d is a b ility  issues w ere m ore 
lik e ly  to  re fe r paren ts w ith  d is a b ilitie s  to  c h ild  p ro te c tive  services than 
professionals w ho  d id  n o t receive tra in in g . Cross ta b u la tio n  and a chi-square 
hypothesis test co n firm e d  th is  re su lt. T ra in in g  w as the p re d o m in a n t va ria b le  
show ing  s ta tis tica l s ign ificance . G eograph ic lo ca tio n  (ru ra l) and years o f 
experience also show ed s ign ificance . Age o f respondent, personal experience 
w ith  d isa b ilitie s , m a rita l status, gender, and status o f p a re n tin g  were a ll 
in s ig n ific a n t variab les. A d d itio n a lly , the in te nd e d  ou tcom e o f re fe rra l was 
paren t tra in in g  and s u p p o rt (n o t c h ild  rem ova l) a t s ta tis tic a lly  s ig n ifica n t 
leve ls (.05) con firm ed  by cross ta b u la tio n  and chi-square hypotheses tests.
In -d e p th  in te rv ie w  data. D ata d e rive d  fro m  in -d e p th  in te rv iew s w ith  
pre  and postna ta l care pro fessiona ls w ere categorized acco rd ing  to "persona l 
experience w ith  d is a b ility  and a b ility  to  p a re n t" and coded accord ing to 
w he the r the d is a b ility  typ e  le d  to  a p o s itive  o r negative  a ttitu d e  tow ard  one's 
a b ility  to  parent. P rofessiona l tra in in g  was also discussed. The synthesized
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data are presented in  the table be low , fo llo w e d  b y  specific quotes fro m  p re  and 
postna ta l care p ro v id e rs  re ga rd ing  d is a b ility  and paren ting .
Table 8: Personal Experience w ith  D is a b ility  and A b ility  to  P arent
Personal Experience w ith  D is a b ility A b ility  to  
P arent
S ister w ith  deve lopm en ta l d is a b ilitie s -
A u n t w ith  deve lopm en ta l d is a b ilitie s +
F a m ily  frie n d  w ith  d o w n  syndrom e +
P arent o f c h ild  w ith  em otiona l d is a b ility  (d id n 't w a n t to  im p ly  i t  
was m a jo r)
n e u tra l
K new  som eone w ith  sp ina  b ifid a +
M o th e r was a teacher o f students w ith  v isua l d isa b ilitie s
Son in  school w ith  g ir l w /  co g n itive  d isa b ilitie s  in  w he e lcha ir _
I  kne w  som eone w ho  was in  a w heelcha ir and had a baby. I  was like , 
re a lly  im pressed w a tch ing  h o w  she managed to  ca rry  the baby and 
nurse a t the same tim e  as m anaging her d is a b ility , (p e d ia tric ia n ) (+)
For the m ost p a rt, data d e rive d  fro m  in -d ep th  in te rv ie w s corrobora ted  the data 
gathered fro m  the su rvey re g a rd in g  pro fessionals ' personal experience w ith  
d is a b ility  and th e ir a ttitu d e 's  about pa ren ting  w ith  a d is a b ility . Physical 
d isa b ilitie s  and sensory d isa b ilitie s  w ere  view ed m ore fa vo ra b ly  w ith  respect to  
one's a b ility  to  pa ren t and cog n itive  d isa b ilitie s  were v iew ed  b o th  favo rab ly  
and n e g a tive ly . In  the tw o  instance (a un t w / developm enta l d isa b ilitie s  and 
fa m ily  frie n d  w ith  D o w n  syndrom e) th a t were review ed fa vo ra b ly  represent 
counte r exam ples o f the data because these were the o n ly  tw o  instances in  
w h ich  the in d iv id u a ls  w ith  d isa b ilitie s  he ld p ro du c tive  and va lu ed  roles in  
the live s  o f the respondents. In  bo th  instances, the in d iv id u a ls  m entioned 
w ere careg ivers o f the ch ild re n  w ith in  the fa m ily .
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Table 9: Professional T ra in in g  in  D is a b ility  and A b ility  to  Parent
P rofessiona l T ra in in g  in  D is a b ility A b ility
to
P a re n t
N eve r a focus on pa ren ting  and  d is a b ility  in  p repa ra tio n  program s -
N o tra in in g  in  care w hen paren ts experience d isa b ilitie s -
N o specia l tra in in g  in  d is a b ility  issues -
D is a b ility  tra in in g  occurred fro m  a b iom ed ica l m odel +
In fo rm a l tra in in g  th ro u g h  connection  w ith  a colleague's ch ild  
w ith  D o w n  syndrom e
-F
N eonata l care tra in in g  had b road  focus on d is a b ility -F
Read a book about pa ren ting  w ith  a d is a b ility -F
The o n ly  tim e in  m y m ed ica l career I  w en t against the p ro te c tive  
services o rder and guaranteed th is  c h ild  safety because I  fe lt he 
w o u ld  manage be tte r a t hom e w ith  the M om . The m other has 
co g n itive  d isa b ilitie s  and the  baby had obvious m ental re ta rd a tio n  
and some s ig n ifica n t m ed ica l issues - g-tube, tracheoscopy. The c h ild  
was ad m itted  m u ltip le  tim es over the  course o f a couple o f m o n ths  
and we go t the o p p o rtu n ity  to  see the M om  in  action. She 
adores h im  - I m ean she spent every w a k in g  h o u r in  the h o sp ita l 
w ith  h im . She was re a lly  concerned th a t i f  he fou nd  his w a y  in to  a 
foste r hom e he w o u ld n 't liv e . He ended up  back at home and I 
a c tu a lly  got a p ic tu re  o f h im . I t  stood o u t in  m y  m ind  because w e 
re a lly  had to  assess h o w  devoted the paren t was and the best in te re s t 
o f the ch ild . Some o f the o rig in a l neglect issues were because she 
c o u ld n 't read the clock, re a lly  c o u ld n 't p lan  her day, co u ld n 't 
o rgan ize  herself and so w e  had to  do some s ig n ifica n t in te rve n tio n s  
th a t she was w illin g  to  do . Each o f th e ir ro les revo lved around 
each o the r and we rea lized  th a t they were each better o ff because o f 
each other, (p ed ia tric ian ) (+)
I once read a ve ry concrete book and i t  re a lly  helped me to th in k ,
O .K ., w h a t is  the issue here and w h a t are some practica l w ays to  
address it? I f  the paren t ca n 't see and the baby is tu rn in g  blue, she 
o r he can 't notice. So, w h a t are the o the r th ings the parent know s 
w hen she o r he is h o ld in g  the  baby, they m ake noise. I f  the baby 
is n 't m aking  noise and is  lim p , w h a t do you  do? C all 911, tu rn  the 
baby over, etc. These are p ractica l so lu tions fo r parents, (v is itin g  nurse) 
(+)
W hen w e do a hom e b ir th , w e go in to  the hom e and spend tim e  
there. W e can see if  the c h ild  had a bed, a room , clothes, and i t  is n 't 
to ta l f ilth , b u t clean. Th is says a lo t. (m id w ife ) (+)
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I  th in k  decisions m ade abou t ch ild re n  staying  w ith  parents are th in g s  
th a t the socia l service, ju d ic ia ry  system , p ro tective  services w e ig h  
ve ry  ca re fu lly . That is n o t a casua lly m ade decision. I  d o n 't th in k  
th a t k id s  are taken aw ay w ith o u t a w ho le  lo t o f ca re fu l th o u g h t in  
m ost instances, (obgyn) (+)
I th in k  i t  is  la ck  o f tra in in g  on  o u r p a rt to  re a lly  ask any fa m ily  
illness questions. I  th in k  w e have to  ask questions be tte r. B u t I 
had no tra in in g  in  ta k in g  care o f parents and h e lp in g  the fa m ilie s  
w here the parents have d isa b ilitie s .(p e d ia trid a n ) (-)
I  kn o w  th a t m ost obste trica l care p rov ide rs  are happy N O T  to  care 
fo r som eone w ith  an extensive lis t o f problem s so the y ve ry  
com m on ly  re fe r to someone else, (obgyn) (-)
Can I  ask a p a ren t 'te ll me a b ou t yo u r d isa b ility?  T e ll m e w h a t yo u  
are able and unable to  do? Because i f  they te ll me w h a t they are 
unab le  to  do  I  have the p o w e r to  take th e ir ch ild  aw ay, (p e d ia tric ia n ) (-)
I  th in k  i t  is  p re tty  clear th a t the re  is a range o f op in ions, b u t b y  and 
la rge, nurses and physic ians w h o  p ro v id e  neonatal in te n s ive  care 
re a lly  have to  deal w ith  possib le  issue o f fu tu re  d isa b ilitie s . A n d  
I  am  seeing a lo t o f ch ild re n  w ith  po o r outcom es. W e tend to  be 
m ore  concerned about those outcom es and w h a t they m ean and 
the im p a c t on  fam ilies. I  th in k  th a t is the dilem m a, p a rt o f the 
u n ce rta in ty  o f o u r w o rk , (p e d ia tric ia n ) (-)
I  h a v e n 't go tte n  any in fo rm a tio n  fro m  anybody on w h a t is ava ilab le  
fo r peop le  w ith  d isa b ilitie s , co g n itive ly  im pa ired  people.
(b ir th  co o rd in a to r) (-)
O ccasiona lly  w e  w ill see som ebody w ho doesn 't seem to  be b o n d in g  
ve ry  w e ll o r doesn 't w a n t to  h o ld  the baby o r see the baby. N o t 
ve ry  o ften , a c tu a lly  ve ry  ra re ly . T ha t u su a lly  passes - a tra n s ito ry  
th in g . I  rem em ber one fa m ily  in  p a rticu la r w here there  was a concern 
abou t the  m o th e r no t be ing able to  re a lly  care fo r the ch ild re n  ve ry  
w e ll. She w as so rt o f neg lecting  them . N o t re a lly  h o ld in g  them  ve ry  
w e ll, n o t su p p o rtin g  th e ir heads, th a t so rt o f th ing , (m id w ife ) (-) (+)
In -d e p th  in te rv ie w  data suggest th a t in d iv id u a ls  w ho received some leve l o f
tra in in g  had a m ore  p o s itive  a ttitu d e  to w a rd  the idea th a t in d iv id u a l's  w ith
d isa b ilitie s  co u ld  in  fa c t be e ffective  parents.
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O pen-ended su rve y  responses. S urvey question  4a asked respondents 
to  describe th e ir p ro fess iona l tra in in g  experiences re la ted  to  parents w ith  
d isa b ilitie s . A  synthesis o f these responses revealed lim ite d  tra in in g  o n  the 
to p ic  o f d is a b ility  in  genera l and o f tha t tra in in g , in fo rm a tio n  was p rim a rily  
re la ted  to  ch ild re n  w ith  d isa b ilitie s , no t a d u lts  o r parents. T ra in in g  th a t was 
m entioned  was ty p ic a lly  associated w ith  on-the-job  experiences, m enta l, and 
em otiona l d isa b ilitie s  as they re la te  to  po s t-p a rtu m  depression, selected 
cou rsew ork a fte r g ra d u a tio n , and cursory rev iew s o f the p o te n tia l needs o f 
parents w ith  d isa b ilitie s .
Q uestion tw o  su m m a ry . As evidenced fro m  b o th  the survey and in - 
de p th  in te rv ie w  data, the m a jo rity  o f pre and postna ta l care professionals d id  
n o t receive tra in in g  on the to p ic  o f pa ren ting  w ith  a d is a b ility . Those th a t d id  
w ere m ore lik e ly  to  re fe r parents to  ch ild  p ro te c tive  services than those w ho 
d id  no t. A d d itio n a l va riab les such as age, personal experience w ith  d isa b ility , 
m a rita l status, p a re n tin g  status, and geographical lo ca tio n  w ere no t 
s ta tis tica lly  s ig n ific a n t facto rs in  the re fe rra l practices o f professionals w ho  
com ple ted the su rvey a lth o u g h  p ro b in g  th ro u g h  the in -d e p th  in te rv ie w s 
revealed th a t persona l experience m ig h t in  fa c t in flu e n ce  one's a ttitu d e  
to w a rd  pa ren ting  w ith  a d is a b ility . The re la tion sh ips  betw een geographic 
lo ca tio n  (ru ra l) and re fe rra l practices and years o f experience and re fe rra l 
practices m e rit deeper e xp lo ra tio n . A d d itio n a lly , the sum m ary o f these data 
re in fo rces the resu lts  o f question  one. S urvey data and in -d e p th  in te rv iew s 
suggest th a t paren ts w ith  ce rta in  types o f d isa b ilitie s  (m enta l illness, cogn itive
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d isa b ilitie s  are m ore lik e ly  to  be re fe rred  to  ch ild  p ro tective  services) th a n  
parents w ith  sensory o r ph ys ica l d isa b ilitie s , o r parents w ith o u t d is a b ilitie s  as 
evidenced in  scenario questions 20 -  24.
H o w  aw are are pre and postna ta l care professionals o f supports and services 
ava ilab le  fo r parents w ith  d isa b ilitie s?  The research m ethods o f d e sc rip tive  
data ana lysis and in -d e p th  in te rv ie w s  w ere  u tiliz e d  to  ga in  in fo rm a tio n  to  
address th is  question.
S urvey data. W h ile  n o t sp e c ifica lly  designed to  address the awareness 
leve l o f supports and services fo r parents w ith  d isab ilities , qu estion  25 on  the 
su rvey asks "In  y o u r o p in io n , h o w  w e ll do  you  th in k  the system  o f service 
d e liv e ry  responds to  parents w ith  d is a b ilitie s " Respondents w ere requested to  
select am ong a fiv e  p o in t ra tin g  scale o f rang ing  from  "a lw a ys " to  "n e v e r."
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The responses w ere as fo llo w s : a lw ays .8 percent, o ften  18.3 percen t, 
som etim es 56.4 percent, and ra re ly  6.6 pe rcen t. See F igure 3.
A d d itio n a lly , survey questions 20-24 exam ined re fe rra l p ractices as they 
re la te  to  scenarios in  w h ic h  d is a b ility  is present. W h ile  a ll scenarios re su lted  
in  re fe rra ls  to  hom e v is itin g  services a t rates o f 72 percent to  94 pe rcen t, 
re fe rra ls  to  d is a b ility  service d e liv e ry  o rgan iza tion s  w ere as fo llo w s : area 
agency system  (10%-54%), in d epe nde n t liv in g  center (1.3%-27.4%), m e n ta l 
hea lth  center (.9%-54%). Th is w o u ld  in d ica te  a lo w e r leve l o f kn o w le d g e  
about d is a b ility  specific supports and services. See A p p e n d ix  C  fo r  
s ign ificance te s tin g  resu lts fo r su rvey questions 20 — 24.
In -d e p th  in te rv ie w  data. D ata  d e rive d  fro m  the in -d e p th  in te rv ie w s  
w ith  p re  and postna ta l care pro fessiona ls w ere categorized acco rd in g  to  
"kn o w le d g e  o f re fe rra l sources and a ttitu d e s  abou t a b ility  to p a re n t." D ata 
w ere coded accord ing  to  w he the r the kn o w le d g e  and a v a ila b ility  o f re fe rra l 
sources le d  to  a p o s itive  o r negative  a ttitu d e  about an in d iv id u a l w ith  a 
d is a b ility 's  a b ility  to  parent. The synthesized data are presented in  the  tab le  
be low  fo llo w e d  b y  specific quotes fro m  p re  and postna ta l care p ro v id e rs  
re ga rd ing  d is a b ility  and pa ren ting .
K now ledge  and A v a ila b ility  o f R e fe rra l Sources A b ility  to  
P a re n t
C o u n ty  socia l w o rke rs -
V is itin g  nurses + ,+ ,+
D iv is io n  o f C h ild re n  Y o u th  and F am ilies “/ *
P aren ting  s u p p o rt g roup -/ + •
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L is t o f re fe rra l sources fo r parents -
T ra n s la to rs +
Care m anager +
P arent S upp o rt P rogram  fo r Y oung  C h ild re n + /+
D eve lopm enta l Services (A rea A gency) r ~  r  ~ r ~ r ~
O u t o f p r in t book on "P a re n tin g  the H and icapped -p ractica l 
s o lu tio n s
+
M e n ta l h e a lth  center ?
In te rn e t ?
E a rly  in te rv e n tio n + ,+
E a rly  head s ta rt +
I  ca n 't im ag ine someone w ho  is  in  a w h e e lch a ir and pregnant 
has n o t th o u g h t about 'h o w  am  I go in g  to  bathe the baby, ge t i t  
in  and o u t o f bed ' a ll those k in d s  o f th in g s  - th is  w o u ld  ce rta in ly  
va ry  w ith  the d is a b ility  and be d iffe re n t fo r everybody. So, some 
clear p la n n in g  in  the course o f the pregnancy w ith  w ha t you  are 
go ing  to  do a fte r th is , and I  th in k  the  p o in t person is an obste trica l 
care p ro v id e r. They shou ld  be ve ry  m uch  aw are o f w h a t the 
co m m u n ity  has. (obgyn) (+)
There m ay be a lis t o f resources fo r fam ilie s , b u t i t  is so broad 
and com plicated, yo u  d o n 't w a n t to  send a fa m ily  to six d iffe re n t 
agencies before you  fin d  the one th a t yo u  need. Because th e ir 
tim e  is  valuable, too. (p e d ia tric ia n ) (-)
The deve lopm enta l d is a b ilitie s  system  is extrem e ly lacking  
th e ir supports fo r parents w ith  d isa b ilitie s , (v is itin g  nurse) (-)
F a m ily  S trengths is n o t a llo w e d  in  un less i t  is a ch ild  p ro tective  
services case. The system  is fla w e d  b y  the need to  id e n tify  parents 
as ne g lectfu l o r abusive before necessary services can be m ade 
ava ilab le , (v is itin g  nurse) (-)
Social w o rk  k in d  o f takes ove r and does th e ir th in g  to m ake sure 
th a t eve ry th in g  is a ll set to  take care o f the ch ild . I  d o n 't kn o w  i f  
they a u tom a tica lly  re fe r to  c h ild  p ro te c tive  services, (ped ia tric ian ) (-)
I  kn o w  I  have never p e rso n a lly  g ive n  a re fe rra l to  ch ild  
p ro te c tive  services because m y  fe e lin g  w as i f  th is  fa m ily  was 
d o in g  the best they cou ld  th ro u g h  the he lp  o f socia l w orkers 
and program s, I  never th o u g h t b rin g in g  in  D C YF w o u ld  do 
any good, (ped ia tric ian ) (-)
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F rank ly , I  d o n 't k n o w  w h a t services the w om en rece ive, (p e d ia tric ia n ) 
(-)
I t  was in te resting  because there was no s ta b ility  in  class p a rtic ip a tio n . 
You know , ju s t because a m om  and her baby came one w eek 
doesn 't m ean tha t she w o u ld  come the next w eek and i t  w as b u ilt  
as a five -w eek course. One o f the th ings I  re a lly  no ticed  about is 
th a t som etim es peop le  w ith  d isa b ilitie s  re a lly  need to  focus on 
w h a t's  im p o rta n t to  them  and w h a t's  go ing  on w ith  th e ir c h ild  
a t th a t p o in t in  tim e , (v is itin g  nurse) (-)
W hat's  the sense o f m a k in g  re fe rra ls  i f  n o th in g  is eve r gonna 
happen? (b irth  co o rd in a to r) (-)
I  guess I cou ld  call m en ta l hea lth  agencies fo r m enta l illness, as fa r as a 
physica l d is a b ility  goes. I  d o n 't kn o w  w here I  w o u ld  lo o k  - the In ternet? 
(m id w ife ) (-)
D ata fro m  the in -d e p th  in te rv ie w s  corrobora ted data gathered fro m  the 
survey re gard ing  pre and postna ta l care professionals ' kno w le dg e  about 
supports and services fo r pa ren ts w ith  d isa b ilitie s . In te rv ie w  responses 
ind ica ted  a lo w  leve l o f know ledge , and the leve l o f know ledge  th a t was 
repo rted  d id  n o t lead to s ig n ific a n t p o s itive  a ttitudes to w a rd  the idea o f 
pa ren ting  w ith  a d is a b ility . Id e n tifie d  resources tha t w ere p a rtic u la rly  
perceived as negative w ere c h ild  p ro tective  services and the area agency 
system  fo r people w ith  deve lopm en ta l d isa b ilitie s .
Q uestion three su m m a ry . O vera ll, data d id  no t ind ica te  a h ig h  leve l o f 
tra in in g  fo r pre and postna ta l care p ro v id e rs  on topics re la ted  to  pa ren ting  
w ith  a d is a b ility , o r d is a b ility  issues in  general. T ra in in g  experiences th a t 
w ere id e n tifie d  m ay fa ll in to  a category de fined  as "on  the jo b " experiences. 
A d d itio n a lly , p ro fessiona l's  know ledge leve l about po te n tia l resources and 
supports fo r parents w ith  d isa b ilitie s  was ve ry  lo w  as evidenced fro m  the
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survey and in -d e p th  in te rv ie w s. D esp ite  the la c k  o f tra in in g  and kn o w le d g e  
about resources, these professionals had  o p in io n s  about the capacity o f the 
service d e liv e ry  system  to  o ffe r ap p ro p ria te  sup p o rts  and services to pa ren ts 
w ith  d isa b ilitie s .
4) W h a t are the experiences o f parents w ith  d is a b ilitie s  rece iv ing  c h ild  
p ro te c tive  services? 5) In  w ha t w ays have pa ren ts  w ith  d isa b ilitie s  
encountered d isc rim in a tio n  as parents as a re s u lt o f th e ir d isa b ility?  A s 
m en tioned  e a rlie r, case studies w ere conducted  w ith  tw o  N ew  H am psh ire  
fa m ilie s  selected because o f the experience o f p a re n tin g  w ith  a d is a b ility  and 
th e ir connection  to  the system  o f c h ild  p ro te c tive  services.
These case stud ies w ere done to  address questions fo u r and five .
The Beckers liv e  in  an urban area and have three c h ild re n . The m akeup 
o f the Becker fa m ily  invo lves a m o the r and fa th e r connected to the m e n ta l 
hea lth  system  and three ch ild re n  (tw o  o f w h o m  experience d isa b ilitie s ). The 
S chultz fa m ily , described in  the in tro d u c tio n , is an extended fa m ily  
com prised o f g randparents w ho have ga ined custody o f one o f th e ir tw o  
g ra n d ch ild re n  b o m  to th e ir daugh ter w ith  d is a b ilitie s . A d d itio n a lly , a p a re n t 
educa tion  p rog ram , F a m ily  C ircle, was in c lu d e d  in  the observa tion  and 
in te rv ie w s  because o f the  s ig n ifica n t ro le  in  s u p p o rtin g  fa m ilie s  w here 
p a re n tin g  w ith  a d is a b ility  is a factor.
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The Becker fa m ily . A rr iv in g  a t the Becker's hom e was a b it lik e  be ing  a 
p la ye r w a lk in g  in to  a sports event w ith o u t k n o w in g  w h a t team  they w ere  on. 
O bserv ing  the  scene, in te ra c tin g  w ith  the m a in  p layers, and try in g  to  re m a in  
focused on  the  goals o f m y  v is it was a challenge to  say the least. I  was 
in v o lv e d  in  a gam e w ith o u t c lea rly  u n d e rs ta n d in g  the ru les. To the Becker's, 
I  was another p ro fess iona l " fro m  the sta te " w hose presence added one m ore 
in tru s io n  to  th e ir a lre a d y com plex fa m ily  life . W h ile  m y purpose was to  ga in  
in fo rm a tio n  ab ou t the to p ic  o f "p a re n tin g  w ith  a d is a b ility ,"  the fa m ily 's  
u n d e rly in g  in te n tio n  to  p a rtic ip a te  in  the in te rv ie w  appeared to  be to  g a in  m y 
assistance in  n a v ig a tin g  the com plex system  o f bene fits  and services to  w h ich  
they are e n title d . I  m ade a p o in t to co n tin u o u s ly  in fo rm  them  o f the purpose 
o f m y v is it th ro u g h o u t the  tim e  I  spent w ith  them . I  le t them  kn o w  th a t I  
was n o t an exp ert on the benefits system b u t th a t I  w o u ld  do  m y best to  fin d  a 
q u a lifie d  and know ledgeab le  person to  assist w ith  th e ir concerns.
A m y  and M a tt, toge ther fo r n ine years, have three ch ild re n . N e ith e r 
one is le g a lly  em ployed and bo th  receive benefits  and services from  the 
de ve lopm en ta l d is a b ilitie s  and m ental he a lth  system s. They m et fo llo w in g  
A m y 's  h ig h  school g ra d u a tio n  in  a day p rogram  connected to  the loca l m enta l 
hea lth  center. B o th  w ere connected to  the p ro g ra m  because o f th e ir h is to ries 
w ith  m enta l h e a lth  issues. A cco rd ing  to  M a tt and A m y, ra th e r than fin d in g  
em p loym ent, the y fo u n d  each o ther and fe ll in  lo ve . A m y  became pregnant 
and they m a rrie d  tw o  m onths before the b ir th  o f th e ir firs t son, M ax. They 
b o th  q u it the day p ro g ra m  a fte r rece iv ing  the advice  fro m  a m enta l hea lth
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center w o rke r th a t A m y  sho u ld  have an abortion . A cco rd in g  to  A m y, the 
case w o rke r to ld  them , "N o  tw o  people w ith  serious m enta l illness w o u ld  
ever las t in  a re la tio n sh ip  and you w ill be a s ing le  m o the r." S im on, th e ir 
second ch ild  was bo m  16 m onths la te r w ith  d isa b ilitie s  o f h is  ow n. A  serious 
b o u t o f post-partum  depression fo llo w in g  S im on's b irth  b ro u g h t a d d itio n a l 
challenges to the fa m ily , and A m y and M a tt d ivo rced . A m y stated th a t she 
was unable to cope as a s ing le  parent, a lthough she said th a t she resented the 
assistance from  the loca l agency to  manage her finances. The le n g th  o f the 
separation betw een M a tt and A m y is unclear, b u t M a tt e ve n tu a lly  m oved 
back in  w ith  the fa m ily . They have decided against rem arriage due to the 
negative  fina nc ia l im p a c t i t  w o u ld  have on th e ir benefits.
The in vo lve m e n t o f c h ild  p ro tective  services seemed lik e  a m in o r 
annoyance to th is  liv e ly  fa m ily . W hile  c h ild  p ro te c tive  services has been 
contacted m any tim es, each re p o rt has come back un founded . The firs t and 
m ost serious re p o rt fo llo w e d  a m edical cris is w hen an accident occurred as 
the re su lt o f a m a lfu n c tio n in g  stove in  an unheated apartm ent. A m y Becker 
to ld  o f num erous o the r encounters w ith  c h ild  p ro tec tive  services because o f 
a llegations o f c h ild  abuse o r neglect -  a ll o f w h ich  came back un founded.
A ccord ing  to  A m y, the  m a lfu n c tio n in g  stove in c id e n t w as the m ost 
tro u b lin g  and p a in fu l in te ra c tio n  w ith  c h ild  p ro tec tive  services. Th is crisis 
fo llo w e d  the b ir th  o f he r second son w h ile  the fa m ily  live d  in  subsid ized 
hous ing  w ith o u t heat. She was to ld  her ch ild re n  w o u ld  be placed in  foster 
care i f  she d id  n o t fin d  an adequate w ay to  heat the apartm ent and re pa ir the
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stove. A m y  stated th a t she w as a lready aware o f the sa fe ty issues o f the
m a lfu n c tio n in g  stove, and i f  i t  w as possible fo r he r to  heat the  apartm en t and
re p a ir the stove w h ile  ta k in g  care o f three ch ild ren  she w o u ld  have done so.
C h ild  p ro tective  services w ere q u ic k  to  recom m end p la c in g  the ch ild re n  in  a
foste r placem ent, ye t w as n o t h e lp fu l in  reso lv ing  the  im m e d ia te  p rob lem .
The la n d lo rd  was u n w illin g  to  m ake the repairs, and the Beckers d id  n o t
have the financ ia l, em otiona l, o r in te lle c tu a l resources to  fo rce  the la n d lo rd
to  m ake the repairs necessary to  keep th e ir ch ild ren  fro m  the foste r care
system . E ventua lly , the Beckers m oved in  w ith  re la tive s  u n til fa m ily
m em bers assisted them  to  fin d  ano the r hom e o f th e ir ow n . The Beckers
described th is  as a p a rtic u la rly  v o la tile  and cha lleng ing  p e rio d  o f th e ir lives.
A cco rd in g  to  A m y:
M e and M a tt w ere fig h tin g  a lo t. W e d id n 't k n o w  w h a t was 
go ing  to  happen to  o u r k id s  and w e d id n 't kn o w  ho w  to  get 
the la n d lo rd  to  fix  the stove . T hank God fo r o u r fa m ily  -  b u t 
th a t was no piece o f cake e ithe r.
The Beckers described o th e r encounters w ith  c h ild  p ro te c tive  services. 
Instances o f a rriv in g  hom e to  notes o f a llegations tacked to  th e ir door fro m  
c h ild  p ro te c tive  service w o rke rs  w ere  described as com m on experiences in  the 
life  o f th is  fa m ily . The paren ts be lieve  a ne ighbor w ith  w ho m  they w ere 
fe u d in g  m ade the reports, and th e y  eve n tu a lly  secured a la w y e r to  assist them  
in  re fu tin g  the allegations. The a llega tions have a ll com e back un founded. 
The Beckers said tha t because o f th e ir d isa b ilitie s  and the  p o v e rty  they 
experience they feel as tho ug h  th e y  are on a w atch lis t fo r  c h ild  p ro tective  
services.
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The ch ild re n  appeared h e a lthy , happy, and o b v io u s ly  w e ll lo v e d . Both 
paren ts discussed th e ir s tro ng  re la tio n sh ip  w ith  th e ir ch ild re n 's  teachers and 
p rin d p a ls  and p ro u d ly  discussed m o n th ly  breakfasts at th e ir c h ild re n 's  
school. C h ild re n 's  b ikes w ere pa rked  in  the e n tryw a y o f th e ir rented, in n e r- 
t i t y  dup lex , and b ike  he lm ets hu ng  in  the  ha llw ay. W a lls  w ere  ad o rn ed  w ith  
s m ilin g  fa m ily  p o rtra its  and school pho tos taken th ro u g h o u t the  years. A m y 
is con ten t to  stay hom e w h ile  her ch ild re n  are young  w h ile  M a tt w o rk s  a litt le  
"o n  the s ide " fo r cash and groceries a t the  com er store. In  the  w in te r, he  
keeps the ne ighbor's  d rive w a ys  and sidew a lks shoveled in  exchange fo r  
ch ildca re  assistance and m eals. B oth parents expressed th e ir p rim a ry  concern 
o f feed ing  th e ir ch ild re n  w ith  such an x ie ty  tha t M a tt a c tu a lly  show ed m e the 
$60 w o rth  o f m eat he "e a rn e d " w h ile  w o rk in g  p a rt-tim e  a t the com er store.
A m y  discussed the w ays she believes the system  has he lped  and also 
h u rt he r fa m ily . She described a p a re n tin g  class she has been a tte n d in g  since 
the b ir th  o f he r second c h ild  as a lifesave r. "They p ro v id e  rid e s  w hen  I ca n 't 
ge t there and m eals fo r m y fa m ily  a t the end o f the m onth . They never fo rg e t 
m y k id 's  b irth d a ys  and g ive  us he lp  d u rin g  the h o lid a ys ."
The system  has n o t been h e lp fu l, how ever, w hen i t  comes to 
c o n tro llin g  the fa m ily 's  finances o r p ro v id in g  counseling. "T h e y  are q u ic k  to 
ca ll c h ild  p ro te c tive  services w ith o u t checking o u t the s itu a tio n ." A m y  
repea ted ly  rem inded  me o f the  episode w ith  the gas stove. A m y  believes tha t 
th is  scenario, w h ich  cou ld  have happened to  any fa m ily  in  any hom e, became 
a "case" o f severe neglect and traum a because o f the stigm a o f d is a b ility  and
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p o ve rty . I t  was th is  instance th a t connected the fa m ily  to  the  p a re n tin g  
su p p o rt p ro g ra m  they now  attend.
The Becker ch ild ren  are no strangers to  th e ir loca l p e d ia tric ia n . They 
are a ll m em bers o f the ch ild re n 's  hea lth  insurance p rog ram  and u tiliz e  the 
benefits  to  the fu lle s t. A m y does n o t hesita te to  ca ll the c lin ic  w henever she 
has a h e a lth  question  about one o f her ch ild re n . The p a re n tin g  p rog ram  A m y  
attends and the fa m ily  su p p o rt co o rd in a to r w ho  is fa m ilia r w ith  the Beckers 
co rro b o ra te d  th is  in fo rm a tio n .
A m y  m ade the decision, on her ow n , to  have a tu b a l lig a tio n  fo llo w in g  
the b ir th  o f he r th ird  ch ild , A n d re w . A n d re w  is now  one and she has no 
regre ts abou t the  lig a tio n . W h ile  A m y has a lw ays w anted a daughter, she to ld  
m e, "T h ree  k id s  is enough fo r an ybod y."
The p a re n tin g  program  the Becker's cu rre n tly  a ttend is  ava ilab le  as a 
re s u lt o f th e ir connections to  the system  o f c h ild  p ro tec tive  services. B oth 
A m y  and M a tt describe th is  p rogram  as extrem e ly su p p o rtive  and c la im  i t  
he lps them  feel successful as parents. N e ith e r the Beckers n o r the 
a d m in is tra to rs  a t the pa ren ting  p rogram  describe th e ir p a rtic ip a tio n  in  the 
p ro g ra m  as an u ltim a tu m  p ro v id e d  b y  c h ild  p ro te c tive  services. They w ere 
n o t to ld  to  e ith e r pa rtic ipa te  in  the p rog ram  o r have th e ir ch ild re n  placed in  
foste r care.
F a m ily  C irc le . The F a m ily  C irc le  p ro g ra m  is an in n o v a tiv e  p re ve n tio n  
p rog ram  ru n  by the V is itin g  N urse A ssocia tion  fo r parents w h o  need extra
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su p p o rt and education  to be good parents. T h ro u g h  the support o f th is  
p rog ram , parents lea rn  the im portance  o f fo rm in g  a s trong  bond w ith  th e ir  
baby and de ve lop ing  effective pa ren ting  s k ills . A  cu rre n t m arke ting  b ro ch u re  
states th a t the goal is "successful parents and hea lthy  babies." The p ro g ra m  
p ro v id e s  group-based pa ren ting  educa tion  and in d iv id u a liz e d  hom e v is it in g  
su p p o rt to  parents w ith  new borns, in fa n ts , and o ld e r ch ild re n  and u tiliz e s  
m ode ling , education, and sup po rt to  teach parents how  to  care fo r th e ir 
ch ild re n . The p rog ram  is o ffered in  an o ld  N e w  E ngland home th a t has been 
converted to  m eet the needs o f fam ilie s . The up sta irs  contains a room  
arranged classroom  style, a lend ing  lib ra ry  fo r  fam ilies , and an office  fo r  s ta ff. 
The d o w nsta irs  houses a com fortable c h ild - fr ie n d ly  liv in g  area, a la rge d in in g  
room , and a k itche n . A  fro n t porch and soon-to-be landscaped backyard 
com plete the scene. The seasoned s ta ff in c lu d e s  a d irecto r, an assistant to  the  
d ire c to r, a p a rt-tim e  parent educator, and a socia l w o rke r. S tudent in te rn s  
fro m  the loca l educationa l in s titu tio n s  are a lw ays present. The p rogram  
brochure  boasts:
• Parent E ducation : in fa n t/ ch ild fe e d ing , d ia p e rin g  and bath ing, basic 
c h ild  deve lopm ent, safety, in fa n t s tim u la tio n  and p la y ;
• H um a n  Service N e tw o rk in g : W IC  (su pp lem en ta ry  food program ), 
ch ildca re , fa m ily  p lann ing , counse ling , em p loym en t tra in ing , GED 
p re p a ra tio n , im m un iza tions, m e d ica l services, fin a n c ia l resources;
• Personal G ro w th  and D eve lopm ent: b u ild in g  self-esteem, peer su p p o rt, 
successful bond ing , enhance p a re n tin g  s k ills ; A d d itio n a l Services
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in c lu d e : tra n s p o rta tio n  to  and fro m  the p ro g ram  and o ther 
appo in tm en ts, lu n c h  and snacks, in fa n t d e ve lop m en t assessment, 
guest speakers, hom e v is its , and day and even ing program s.
These cla im s and m ore  w ere  e v id e n t in  the observa tion  o f th is  p rog ram  
and in te rv ie w s  w ith  s ta ff and p a rtic ip a n ts  in  th e ir hom es and in  the p rog ram . 
Parents in te rv ie w e d  (n o t selected b y  the p rogram ) c la im  the  F am ily  C irc le  
p ro g ra m  saved the in te g r ity  o f th e ir fa m ily  and supports  them  to  be good 
parents. The program , b y  addressing the basic liv in g  needs o f the fa m ilie s  
in te rv ie w e d  fo r th is  s tu d y  (housing , n u tritio n , and healthcare) a llo w e d  
parents the  a b ility  to  focus on  the s k ills  o f pa ren ting . Parents described the 
d iff ic u lty  o f pa y ing  a tte n tio n  to  th e ir ch ild re n 's  d a ily  needs w h ile  w o rry in g  
abou t fee d ing  th e ir fa m ily  and p ro v id in g  a ro o f ove r th e ir head. A cco rd in g  to 
the in te rv iew ees, F a m ily  C irc le  supported  parents to  connect w ith  necessary 
services such as h e a lth  insu rance and healthcare, hous ing  su p p o rt, W IC , d a ily  
m eals, and e m p loym e n t services. Th is n e tw o rk in g  enabled parents to  focus 
th e ir a tte n tio n  on u n d e rs ta n d in g  and encourag ing  th e ir ch ild re n  to  love, 
lea rn , express them selves, and g ro w .
Parents become connected to  the  p rog ram  th ro u g h  a va rie ty  o f re fe rra l 
sources. H o sp ita l socia l w o rke rs , c h ild  p ro te c tive  service w orkers, and co u rt- 
o rde red  p a rtic ip a tio n  are the m ost p o p u la r sources o f connection to  the 
F a m ily  C irc le  p rog ram . M o re  than  50 percent o f the  125 fa m ilie s  p a rtic ip a tin g  
are paren ts w ho  experience som e type  o f d is a b ility . For m any o f these 
paren ts, la ck  o f p a rtic ip a tio n  in  the p rog ram  resu lts  in  a rem ova l o f ch ild re n
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fro m  th e ir fa m ilie s . A s m entioned, the p ro g ra m  o ffe rs  sup ports  th a t are 
program -based such as n u tritio n , health, and sa fe ty classes and evening 
classes on  top ics such as d isc ip lin e  and anger m anagem ent as w e ll as hom e 
v is itin g  services th a t are d e fined  by  the needs o f the  fam ilie s . The d ire c to r o f 
the p ro g ram , he rse lf a m o the r o f three and g rand m o th e r, described the 
challenges o f ru n n in g  th is  p rog ram  on a shoestring  budge t. The tre a d m ill o f 
g ra n t w r itin g  has garnered fun ds fro m  a v a rie ty  o f state and loca l agencies. 
The hom e w here the p rog ram  is  located is ow ned  b y  and ren ted  th ro u g h  the 
nearby h o sp ita l. D esp ite the p rog ram 's  success ra te  m a in ta in in g  ch ild re n  
w ith  th e ir fa m ilie s , o n ly  s ix  percen t o f c h ild  p ro te c tive  services funds are 
a lloca ted sta tew ide  to  p re ve n tio n  in itia tiv e s  such as F a m ily  C irc le  .
The p o ve rty  experienced by  the fam ilies  p a rtic ip a tin g  in  the  p rogram  was 
e v id e n t and the p ro g ra m 's  lack o f fu n d in g  was a la rm in g . C h ild re n 's  books 
w ere ta tte red  and o ld . A  selection o f o ld  and b roken  toys w as scattered 
th ro u g h o u t the clean and com fortab le  liv in g  ro om . Em ergency supp lies such 
as d iapers, bo ttles, and s ip p y  cups were nonexis ten t due to  lack o f fle x ib le  
fu n d in g , and e ffo rts  w ere  un de rw ay th ro u g h  a loca l church  to  donate these 
goods.
The S chu ltz  fa m ily . C atherine is 55 years o ld  and live s  w ith  her 
husband R ick, her daugh te r Sheila, and S heila 's tw o  ch ild re n , A va  and 
N oe lle . They liv e  in  a tw o -ro o m  m ob ile  hom e in  se m i-ru ra l N ew  
H am psh ire . They are fa m ilia r to  the hum an service system  and the va rious
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agencies p ro v id in g  su p po rt to  people w ith  d isa b ilitie s . Sheila and A va  have 
deve lopm en ta l d isa b ilitie s  and N oe lle  is  u n de rg o in g  testing fo r a possib le  
label o f Pervasive D evelopm enta l D iso rd e r. C atherine  has legal custody o f 
S heila 's o ld est daughter, A va .
C atherine  described her d a ugh te r Sheila in  her ch ildhood  days as a 
b e a u tifu l lit t le  b lond  g irl, b u t ve ry  d iffe re n t. From  the beg inn ing  Sheila 
behaved as every m other's dream  c h ild . She s lep t a ll n ig h t and m ost o f the 
day. The o n ly  tim e she cried  was w hen  she w as hu ng ry . She w a lke d  and 
ta lke d  q u ite  late, was la te r described as "s lo w " u n til she was e ve n tu a lly  tested 
and rece ived the label o f deve lopm en ta l d is a b ility . F o llo w ing  an educa tiona l 
career o f segregated special education  services, Sheila fe ll in  love  w ith  her 
co w o rke r in  her job em ployed as a k itch e n  w o rke r in  a hosp ita l, and together 
they had tw o  ch ild ren . Sheila stated: " I t  is re a lly  a ll I ever w anted — k id s  o f 
m y o w n ."
A va  was bom  in  1997 fo llo w in g  an uncom p lica ted  cesarean d e live ry . 
H e r m o th e r and father cared her fo r u n til she was 12 m onths o ld . A va  c lea rly  
was n o t reach ing typ ica l deve lopm en ta l m ilestones according to  S heila and 
C atherine . Sheila described ro u tin e  v is its  to  a p e d ia tric ia n  w ho was "h o rrib le  
and u n h e lp fu l."  A t 12 m onths A va  ended up  in  a large m edical center w ith  
g rand  m al seizures. She rem ained in  the  h o sp ita l fo r 50 days w h ile  doctors 
a ttem pted  to  get her seizures un de r co n tro l. The com p lex ity  o f A va 's  
c o n d itio n  prevented Sheila fro m  ta k in g  her hom e and caring fo r he r w ith o u t 
sup po rt. In  add ition , she was p reven ted  fro m  do ing  so b y  the do c to r w ho
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called c h ild  p ro te c tive  services and recom m ended re m o v in g  A va  fro m  her 
parents. C a the rine  stepped in  and gained lega l cu s to d y  o f A va  in  o rd e r to 
keep the fa m ily  tog e the r and p reven t A va 's  p la cem e n t in  an u n kn o w n  foste r 
care arrangem ent.
A cco rd in g  to  Sheila and corrobora ted b y  he r m o the r, the system  
p ro v id e d  no  s u p p o rt o r access to  services o th e r th a n  ro u tin e  in te rv e n tio n  
fo llo w in g  A va 's  b irth . Sheila describes those days as the m ost p a in fu l tim e  in  
her life  - w he n  the  state came in  and took her d a u g h te r aw ay. W h ile  Sheila 
understood w h y  he r m o the r gained custody o f A va , she described the g u ilt 
she feels n o t be ing  able to  care fo r her ch ild  and the  re s p o n s ib ility  she feels 
liv in g  such a c ro w d ed  life s ty le  in  her m o the r's  m o b ile  hom e. She dream s o f 
the day w he n  an a d d itio n  can be added to the m o b ile  hom e and the fa m ily  
can have m ore  room .
Sheila c u rre n tly  attends a w eekly  pa re n tin g  class, w h ich  she describes 
as a chance to  m eet people. She drives. She goes to  g ro u p  counseling 
sessions w ith  o th e r people w ith  d isa b ilitie s  one n ig h t a w eek. She does n o t 
w ork, b u t she is  in te rested in  re tu rn in g  to school som eday to  lea rn  a new  
s k ill. She is unsure  o f w h a t s k ill she w o u ld  lik e  to  lea rn . For the tim e be ing, 
Sheila stated th a t she is con ten t be ing a t hom e and try in g  to  be the best M om  
she can be.
Since C a the rine  to o k  ove r legal custody o f A va , the  fa m ily 's  life  is  fu ll 
o f services and supports  fro m  a m yria d  o f agencies. A  sa m p lin g  o f the 
services rece ived  b y  the fa m ily  inc ludes v is itin g  nu rse  services th re e -fo u r
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tim es a w eek, in -hom e paren t tra in in g  once a w eek, assistive tech no lo gy 
services, s tud en t in te rn s  fro m  the loca l u n iv e rs ity , c lin ic  services fro m  the 
loca l u n iv e rs ity , e a rly  in te rv e n tio n  services, and connections to  a d d itio n a l 
supports  as de fined  b y  the fa m ily . C atherine describes her ow n  te n ac ity  as 
responsib le  fo r connecting  the fa m ily  to  necessary supports and services. She 
describes herse lf as an a c tiv is t w ho  w ill never s it back and do  n o th in g . She is 
ex trem e ly  in te rested  in  ch ild re n  w ith  d isa b ilitie s  an d  how  to  "m a ke  a b e tte r 
fu tu re  fo r the m ." P ro fessiona lly, C atherine describes herse lf as a 
businessw om an in  the area o f hom e decora ting . She teaches p a in tin g  and 
also pa in ts  an tique  fu rn itu re . She pa in ts  co m m e rc ia lly  and in  peop le 's  
hom es. She likes to  th in k  she makes a p o s itive  d iffe rence  in  w h a te ve r she 
becom es in v o lv e d  w ith .
For Sheila S chu ltz , her firs t in vo lve m e n t w ith  the system  o f c h ild  
p ro te c tive  services w as w hen A va  was in  the h o sp ita l experiencing g ra n d  m al 
seizures. Sheila was n o t a llow ed  to  b rin g  her d a u g h te r hom e fo llo w in g  the 
d o c to r's  re fe rra l to  have A va rem oved fro m  he r fa m ily  and p laced in  fos te r 
care. Sheila fe lt fo rtu n a te  tha t her m other, C atherine , stepped in  and 
ob ta ined  legal custody o f Ava. Both Sheila and C atherine  described the 
traum a o f n a v ig a tin g  the cou rt system  in  o rd e r to  tra n s fe r lega l cus to dy  fro m  
Sheila to  C atherine. C atherine  also discussed the ro lle r  coaster rid e  o f 
em otions in  fac ing  the re a liza tio n  th a t she needed to  reorganize he r e n tire  
life  in  o rd e r to  take on the re sp o n s ib ility  o f ra is in g  he r g randdaugh te r. F irs t 
and fo rem ost C atherine needed to  discuss w as discuss A va 's  m ove to  her
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hom e w ith  R ick, he r husband. Second, adapta tions needed to  be made to 
th e ir m odest tw o -ro o m  m ob ile  hom e to  accom m odate a w hee lcha ir; and 
fin a lly , C atherine needed to ad just to  life  w ith  a g rand dau gh te r w ith  
s ig n ific a n t d isa b ilitie s .
C atherine tu rn e d  to the area agency system  o f com m un ity  
deve lopm enta l services fo r support. She en ro lle d  A va  in  an early 
in te rve n tio n  program , and accessed resp ite  care and fa m ily  su p p o rt services. 
A d d itio n a lly , she unsuccessfu lly trie d  to  secure p a ren tin g  su p p o rt services fo r 
Sheila and D av id  because she was concerned about th e ir a b ility  to raise th e ir 
second daughter. Sheila re tu rned  hom e to  D a v id  and th e ir c h ild  N oe lle  w ith  
lit t le  hope o f re in s ta tin g  her ro le  as A va 's  m other. I t  w a sn 't u n til Sheila 
ended he r re la tio n sh ip  w ith  D a v id  and re tu rn e d  to  liv e  w ith  her m other th a t 
ch ild  p ro te c tive  services re-entered th e ir lives. In  th is  instance i t  was at 
C atherine 's request as she pursued every ava ilab le  service and support w ith in  
the uncoord ina ted  systems o f pa ren ting  and d is a b ility . C u rre n tly , Sheila 
receives the su p p o rt o f an in-hom e paren t educator w ho  assists her to learn 
about the respons ib ilities  o f parenthood and attends a w e e k ly  parent support 
g roup  th a t she described as m eeting her need to  get o u t o f the house. This 
su p p o rt was made availab le because o f Sheila 's past experiences w ith  the 
system  o f c h ild  p ro tec tive  services.
Q uestion  fo u r and fiv e  sum m aries. The experiences o f parents 
in te rv ie w e d  suggest d isc rim in a tio n  and h ig h  leve l o f con tact w ith  ch ild
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p ro te c tive  services because o f pa ren ta l d is a b ility . C hapter F ive  w ill o ffe r 
fu rth e r d iscussion o f these fin d in g s .
H o w  can services and supports  be m ore approp ria te  fo r parents w ho  have  
d isa b ilitie s?  Th is question  is addressed th rough  1) open-ended survey 
question  19, "Please describe program s you are aware o f no ted  fo r  th e ir 
in vo lve m e n t w ith  parents w ith  d is a b ilitie s ," 2) ta rgeted questions requesting 
recom m endations asked d u rin g  the in -d e p th  in te rv ie w s  w ith  p re  and 
postna ta l care p rov ide rs , and 3) experiences and desires discussed by the case 
s tu d y  pa rtic ipan ts.
In -d e p th  in te rv ie w  data. D ata de rived  fro m  the in -d e p th  in te rv ie w s  
w ith  pre  and postna ta l care professionals were categorized acco rd ing  to  
"recom m endations fo r changes." A ga in , these data w ere re v ie w e d  by a 
secondary source fo r the purpose o f ach ieving in te rra te r re lia b ility  o f 
o rg a n iza tio n  and cod ing  o f the responses. The synthesized da ta  are presented 
in  the table be low  fo llo w e d  by specific  quotes from  p re  and postna ta l care 
p ro v id e rs  re ga rd ing  recom m ended changes to  be tte r su p p o rt d is a b ility  and 
p a re n tin g .
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Table 11: R ecom m endations fo r C hange
R ecom m endations fo r  C hange___________________________________
• O ne-on-one su p p o rt fo r  parents
•  B ette r com m un ica tion  betw een obgyn  and p rim a ry  care 
physic ians
• P reconceptual p regnancy p la n n in g , fa m ily  p la n n in g
• S tronger b rid g e  betw een m ed ica l and supports
• C rea tion  o f fa m ily  m entors, "fo s te r fa m ily  fo r fa m ilie s "
•  H om e v is its  p r io r to  the  b ir th  o f the baby
• Services shou ld  be m ore cen tra lized  - one stop shopp ing  - 
people  s h o u ld n 't have to  have d iffe re n t in ta ke  m ethods fo r so 
m any d iffe re n t services
•  E xpand re p ro d u c tive  awareness - p repa ra tio n  and consequences 
o f p a re n tin g________________________________________
I t  w o u ld  be great i f  there w ere an agency o r sta tew ide p rog ram  
to  he lp  parents th a t d id n 't g ive  o ff negative fee lings o f p u n ish m e n t 
fo r parents ra th e r than  he lp . A n d  i f  there is an agency o u ts id e  o f 
V N A , then I w o u ld n 't kn o w  w h a t i t  is. (p ed ia tric ia n )
Perhaps i f  there w ere  a system , w here i f  people had the o p tio n  to  
say ( if  they cou ld  recogn ize it)  th a t th e ir m enta l hea lth  is fa llin g  
apart, I need he lp , and i f  the he lp  was ava ilab le  fo r the parents,
I d o n 't th in k  they w o u ld  necessarily rem ove the k id s , (obgyn)
I th in k  there needs to  be m ore services in  ru ra l areas fo r paren ts 
w ho  d o n 't have a n y th in g  - lik e  a one stop shopp ing  place, so w hen 
they go to  the doctors to  get th e ir babies th e ir shots, they can attend 
a pa ren ting  class, o r have som eone s ign in g  them  u p  fo r ava ilab le  
program s. I have to  h u n t fo r e ve ry th in g  and i t  is d iff ic u lt fo r me to 
decide w h a t is ava ilab le  and w ho  can use the service, (b ir th  
co o rd in a to r)
O pen-ended su rvey questions. The su rvey o ffe red  o p p o rtu n itie s  fo r 
respondents to  h ig h lig h t no tab le  p rogram s and gu ide lines fo r su p p o rtin g  
parents w ith  d isa b ilitie s . A  synthesis o f th is  in fo rm a tio n  revealed a 
preponderance o f suggestions. These suggestions and com m ents have been 
exam ined and coded fo r categories. Themes w ith in  categories are 
h ig h lig h te d  be low :
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Base care on in d iv id u a ls ' needs; create in d iv id u a liz e d  care plans 
w h ich  h ig h lig h t clear and concise com m un ica tion ; and inc lude  
a v a ila b ility  o f hom e supports in  care plans 
- P rov ide  m ore tim e  fo r parents w ith  d isa b ilitie s
Refer to  app ro p ria te  com m un ity  program s in c lu d in g  c h ild
p ro tective  services, social w o rk , social services
Increase screening a v a ila b ility  such as hearing o r genetic screening
fo r parents w ith  d isa b ilitie s  and th e ir ch ild re n
M ake frequen t hom e v is its  and telephone calls to  parents w ith
d isa b ilitie s  and th e ir fa m ily  m em bers (pend ing  insurance
a u th o riz a tio n )
P rom ote paren t a id  program s 
A  sum m ary o f survey data and in -d e p th  in te rv ie w s o f the id e n tifie d  needs fo r 
pre and postnata l care professionals inc ludes the a b ility  to  o ffe r m ore one-on- 
one su p p o rt to  parents, be tte r com m un ica tion  between the obgyn and the 
p rim a ry  care p ra c tition e r, m ore tra in in g  in  the area o f preconceptual 
p la nn in g , a m ore secure b rid g e  betw een the m edical system  and the support 
system  fo r fam ilies, fa m ily  m entors o r fos te r fam ilies fo r w ho le  fam ilie s  no t 
o n ly  the ch ild ren , hom e v is itin g  p r io r to  the b irth  o f a baby to  beg in  to 
id e n tify  pa ren ting  needs, and m ore cen tra lized  locations and in ta ke  processes 
fo r services and resources.
Case study fin d in g s. The case stud ies offered a w ea lth  o f in fo rm a tio n  
th a t cou ld  be u tiliz e d  to  deve lop recom m endations fo r an im p ro ve d  system
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o f supports  fo r parents w ith  d isa b ilitie s . Fam ilies described h e lp fu l 
in te rve n tio n s  as w e ll as in te rve n tio n s  th a t they m ore a p tly  described as 
in te rfe re n ce .
Parents described the d iffic u lty  o f pa y ing  a tten tion  to  the d a ily  needs o f 
th e ir ch ild re n  a t the same tim e  as w o rry in g  about feeding th e ir fa m ily  and 
p ro v id in g  a ro o f ove r th e ir heads. The Beckers described a pa ren ting  class 
A m y  has been a ttend ing  since the b ir th  o f he r firs t c h ild  as a lifesaver. The 
system  has n o t been h e lp fu l in  c o n tro llin g  the fa m ily 's  finances o r in  
p ro v id in g  counseling.
W h ile  the S chultz fa m ily  w as n o t as clear in  th e ir descrip tions o f 
in te rve n tio n s  they deem ed to  be h e lp fu l o r able to a rticu la te  th e ir v is io n  o f 
w ays the system  m ig h t change to  be m ore su p p o rtive  o f fam ilies, they w ere 
clear in  id e n tify in g  th e ir ow n  needs and hoped to  fin d  w ays to  m eet those 
needs. B u ild in g  an a d d itio n  on th e ir hom e, ap p ro p ria te  d iagnostic  and 
m ed ica l care fo r A va  and N oe lle , technica l su p p o rt to  access in fo rm a tio n  on 
the in te rn e t, and career services fo r Sheila w ere top  p rio ritie s  on the S chu ltz 
fa m ily 's  lis t o f needs. F am ily  C irc le  supported  parents to connect w ith  
necessary services such as hea lth  insurance and healthcare, housing sup po rt, 
W IC , d a ily  meals, and em p loym en t services. Th is n e tw o rk in g  enabled 
parents to  focus th e ir a tte n tio n  on unde rs tan d ing  and encouraging th e ir 
ch ild re n  to  love, learn, express them selves, and g ro w  strong.
Q uestion s ix sum m ary . A ll o f the research m ethodolog ies produced 
concrete suggestions fo r d e ve lop ing  im provem ents in  the systems o f care fo r
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parents w ith  d is a b ilitie s . These suggestions w ill be fu rth e r sum m arized  and 
analyzed in  C hapters F ive and S ix to  re su lt in  p o lic y  and practice  
re com m e nd a tion s .
C hap te r Sum m ary 
The process o f g a th e rin g  in fo rm a tio n  and co d ing  in fo rm a tio n  in to  
m e an ing fu l categories and them es, as w e ll as us ing  q u a n tifia b le  in q u iry  
m ethods w h ich  re ly  on com plex data analysis, has re su lte d  in  the em ergence 
o f a p o rtra it th a t presents the  experiences, perceptions, and a ttitu d e s  o f pre 
and postnata l care p ro v id e rs  and perceptions and experiences o f parents w ith  
d isa b ilitie s . The n e x t chapte r w ill p ro v id e  a d d itio n a l in s ig h t and c la rity  to 
these experiences as they re la te  to  an im p roved  system  o f u n de rs tan d ing  and 
sup po rt fo r paren ts w ith  d isa b ilitie s .
86
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
C h a p t e r  5
Pa r e n t s  w it h  D is a b il it ie s  a n d  T h e ir  E a r l ie s t  C o n n e c t io n s  t o  Su p p o r ts
A n a l y s is  o f  t h e  F in d in g s
As a researcher, one needs to  use extrem e caution  w he n  ana lyz ing  
data and in te rp re tin g  fin d in g s . The analysis and in te rp re ta tio n  needs to be 
conducted n o t o n ly  on the data collected bu t also w ith  th o u g h tfu l regard fo r 
researcher assum ptions and biases. In  C hapter One, I  presented m y assum ptions 
and biases; and w h ile  they w ill be re v is ite d  th rough  the analysis o f the data, i t  is 
im p o rta n t to  state tha t they have also in fluenced the jo u rn e y  o f co llecting  data, 
re p o rtin g  fin d in g s , and deve lop ing  new  understandings ab ou t pa ren ting  w ith  a 
d is a b ility  and earliest connections to  supports and services. Research questions 
tend to  lead to  m ore questions ra the r than d e fin itive  answers. Results from  th is 
s tu d y  o f the com plex issue o f pa ren ting  w ith  a d is a b ility  p ro v id e  no sim ple 
answers to the research questions posed in  th is d isserta tion . A na lys is o f data 
and in te rp re ta tio n  o f fin d in g s  are presented in  th is  chapter in  d ire c t response to 
the questions posed.
A re  Pre and Postnatal Care Professionals M ore L ik e ly  to  Refer Parents w ith  
D isa b ilitie s  than Parents w ith o u t D isab ilities  to  C h ild  P ro tective  Services?
W h ile  a sum m ary o f the lite ra tu re  on paren ting  w ith  a d is a b ility  and
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in te rv iew s w ith  parents w ith  d isa b ilitie s  con firm  the h ig h  re fe rra l rate to  ch ild  
pro tective  services fo r parents w ith  d isa b ilitie s  and the u ltim a te  rem oval o f 
ch ild re n  fro m  these fam ilies, th is  s tud y  does no t su p po rt m y assum ption th a t pre 
and postnatal care p ro v id e rs  are the earliest and p rim a ry  source o f re fe rra l to  
c h ild  pro tective  services fo r parents w ith  d isab ilities. N o r does i t  d e fin itiv e ly  
ind ica te  tha t p re and postnata l care professionals are m ore lik e ly  to  re fer parents 
w h o  have d isa b ilitie s  to c h ild  p ro tective  services m ore fre q u e n tly  than they re fe r 
parents w ith o u t d isa b ilities .
U n fo rtun a te ly  the su rvey d id  n o t have the capacity to specifica lly  
com pare re fe rra l practices fo r parents w ith  and w ith o u t d isa b ilities , and so on ly  
hypotheses can be d ra w n  fro m  the analysis o f the survey data presented in  
response to th is  research question. Survey question #14 asked, "H ave  you  ever 
m ade a re fe rra l to  ch ild  p ro te c tive  services fo r a fa m ily  in  y o u r care w hen one o r 
b o th  parents experience a d is a b ility ? " O f the 81.8 percent o f survey respondents, 
w h o  have actua lly  cared fo r fam ilie s  w hen paren ting  w ith  a d is a b ility  is a factor, 
36.8 percent answered "ye s" to  th is  question. In  o rde r to  m ake a clear 
com parison o f parents w ith  and w ith o u t d isab ilities, fo llo w -u p  questions should  
have been asked. These questions w o u ld  have inc lud ed  " I f  yes, approxim ate ly 
h o w  m any re ferra ls have you m ade?" and, "H ave you  ever m ade a re ferra l to 
c h ild  protective services fo r parents w ith o u t a know n d isa b ility?  I f  yes, 
approxim ate ly how  m any re fe rra ls  have you  made?" A d d itio n a lly , questions 
re la ted to ove ra ll num bers o f parents w ith  and w ith o u t d isa b ilitie s  w o u ld  have 
been necessary.
W ith  th is  said, analysis o f types o f d isab ilities  m ost lik e ly  to  be referred 
m ay p rov ide  in s ig h t to  the re fe rra l practices o f pre and postnatal care p rov ide rs
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and parents with disabilities. Data findings strongly suggest that the type of
d is a b ility  m ay be a fa c to r in  p re  and postna ta l care pro fessiona ls ' re fe rra l
practices to  c h ild  p ro te c tive  services. S urvey questions 20-24 described scenarios
o f a va rie ty  o f p a re n tin g  s itua tions  and requested respondents to  select services
considered m ost ap p ro p ria te  fo r the fam ilies . C og n itive  d isa b ilitie s  and m ental
hea lth  issues resu lted  in  the la rgest num ber o f re fe rra ls to  c h ild  p ro tective
services -  m ore so than  fa m ilie s  experiencing po ve rty , unem p loym ent, lack o f
education, and substance abuse. In te rv ie w s w ith  p re  and postna ta l care
p ro v id e rs  su p p o rt the fin d in g  those parents w ith  cog n itive  d isa b ilitie s  and
m enta l hea lth  issues are m ore lik e ly  to  be re fe rred  to  c h ild  p ro tec tive  services.
Research fin d in g s  ind ica te  th a t parents w ith  co g n itive  d isa b ilitie s  and
parents w ith  m enta l illness are m ore lik e ly  to  be re fe rred  to  c h ild  p ro tective
services than parents w ith  phys ica l d isa b ilitie s , sensory d isa b ilitie s , o r chronic
hea lth  cond itions are. In te rv ie w  pa rtic ipa n ts  were n o t o ve rw h e lm in g ly  positive
o r sup po rtive  o f the n o tio n  th a t in d iv id u a ls  w ith  cog n itive  d isa b ilitie s  o r m ental
hea lth  issues shou ld  have the o p p o rtu n ity  to  be supported  as parents.
I th in k  p a rtic u la rly  w ith  parents w ith  cogn itive  d isa b ilitie s  there 
are issues o f neglect, and I say ben ign  neglect, in  th a t I  d o n 't th in k  
th a t anyone m a lic io u s ly  o r in te n tio n a lly  is neg lecting h is  o r her ch ild , 
they ce rta in ly  ca n 't a ttend  to  the needs o f th e ir ch ild , and therefore 
the ch ild  shou ld  be rem oved fro m  the hom e, (ped ia tric ian )
G etting  at the core o f the a ttitudes and op in ions o f p re  and postnata l care 
professionals to w a rd  parents w ith  d isa b ilitie s  w ill take m ore than  a w e ll thought 
o u t survey and series o f in -d e p th  in te rv iew s. These a ttitude s and op in ions are 
deep ly rooted in  the b e lie f system s o f these professionals and have been 
cu ltiva te d  th roug h  th e ir ow n  life  experiences and professional developm ent.
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W h ile  survey and in te rv ie w  data resulted in  a som ew hat n e u tra l -  to -  p o s itive  
a ttitu d e  to w a rd  p a re n tin g  w ith  a d isa b ility  (except in  the case o f cogn itive  
d is a b ility  and m enta l illness), and a m oderate ly lo w  leve l o f d ire c t re fe rra l to  
ch ild  p ro tective  services, one can continue to assume tha t th e ir in fluence in  the 
process o f pa ren t re fe rra l is h igh .
The R e la tionsh ip  betw een Pre and Postnatal Care P rofessional's Career 
Experiences. Personal Experiences w ith  D isa b ility , and the L ike lih o o d  o f R eferral 
o f Parents w ith  D isab ilities  to  C h ild  P rotective Services 
The o n ly  s ta tis tica lly  s ign ifica n t re la tion sh ip  discovered in  th is  s tud y  is 
the re la tion sh ip  betw een tra in in g  experiences o f p re  and postna ta l care 
professionals and th e ir re fe rra l practices to  ch ild  p ro tective  services. Pre and 
postnata l care professionals w ho  have received tra in in g  on the top ic  o f pa ren ting  
w ith  a d is a b ility  (as scant as the tra in in g  m ig h t be) are m ore lik e ly  to  re fe r 
parents w ith  d isa b ilitie s  to  c h ild  pro tective  services than professionals w h o  have 
n o t received tra in in g . S urvey results fou nd  no s ta tis tica lly  s ig n ifica n t 
re la tionsh ips am ong re fe rra l to  ch ild  p ro tective  services and personal 
experiences w ith  d isa b ilitie s , age, geographic loca tion  o f professional practice, 
m a rita l status, o r w he ther they themselves are a parent. In -d e p th  in te rv ie w s 
p ro v id e d  a g lim pse o f evidence tha t professionals are in fluenced  by th e ir 
personal experiences w ith  d isab ilities. The personal experiences id e n tifie d  
in vo lve d  tw o  in d iv id u a ls  w ith  d isab ilities in  roles o f c h ild  care p ro v id e rs  o r 
babysitters.
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A na lysis o f These R elationships M y  in itia l assum ption was tha t pre and 
postnatal care professionals w ere m ore lik e ly  to  re fe r parents w ith  d isa b ilitie s  to 
c h ild  p ro tective  services i f  they d id  N O T have tra in in g  and d id  no t have personal 
o r professional experiences w ith  d isa b ilities . I  assumed tha t tra in in g  in  
pa ren ting  w ith  a d isa b ility , personal experiences w ith  d isa b ility , and th e ir ow n  
pa ren ting  experiences w o u ld  lead to a greater understanding, sen s itiv ity , and 
acceptance o f in d iv id u a ls  w ith  d isa b ilities  as parents; therefore, re su ltin g  in  
few er re ferra ls to  c h ild  pro tective  services. A n  exam ination o f the fin d in g s  d id  
no t su p po rt th is  assum ption. Further analysis o f the survey data ind icates tha t 
w hen re ferra ls w ere made to ch ild  p ro tective  services, the antic ipated outcom e o f 
the re fe rra l was paren t su p po rt and tra in in g  — n o t the rem oval o f ch ild re n  fro m  
th e ir fam ilies. Th is was corroborated th ro u g h  the in -dep th  in te rv ie w  fin d in g s . 
Fu rthe r analysis m ay conclude tha t pre and postnata l care professionals m ade 
re ferra ls to  ch ild  p ro tective  services because they w ere an tic ipa ting  tha t supports 
and services w o u ld  be made ava ilable to  enable fam ilies to rem ain in ta c t and 
healthy. W h ile  the survey d id  no t produce s ig n ifica n t evidence tha t personal 
experience w ith  d is a b ility  influences one's a ttitu d e  tow ard  paren ting  w ith  a 
d isa b ility , the in te rv iew s o ffered a p o te n tia lly  d iffe re n t conclusion. W hen one 
does in te ract w ith  people w ith  d isab ilities  in  soc ia lly  valued p roductive  roles 
such as childcare p roviders, a po s itive  a ttitu d e  to w a rd  paren ting  m ay resu lt.
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The Awareness Level o f Pre and Postnatal Care P rofessionals R egard ing
S upports and Services A va ilab le  fo r Parents w ith  D isa b ilitie s
Survey data and in -d e p th  in te rv iew s fo u n d  a ve ry  lo w  leve l o f awareness
o f the  services and supports ava ilab le fo r parents w ith  d isa b ilitie s . The fo llo w in g
quotes re flec t fin d in g s  learned th rough  the su rvey and in -d e p th  in te rv ie w s.
F rankly, I  d o n 't kn o w  w ha t services the w om en receive.
(p e d ia tric ia n )
W hat7s the sense o f m aking  re ferra ls i f  n o th in g  is ever 
go ing to  happen? (b irth  coord inator)
The developm enta l d isa b ilities  system is extrem e ly lack ing  
in  th e ir supports fo r parents w ith  d isa b ilitie s , (v is itin g  nurse)
I guess I cou ld  ca ll m ental hea lth  agencies fo r sch izophren ia ; 
b u t as fa r as a physica l d is a b ility  goes, I  d o n 't kn o w  w here I 
w o u ld  lo o k  - the Internet? (m id w ife )
The services m ost fre qu e n tly  m entioned d u rin g  in -d e p th  in te rv ie w s  and 
open-ended questions on the survey inc lud ed  c h ild  p ro te c tive  services, v is itin g  
nurses, and ea rly  in te rve n tio n  services th roug h  the area agency fo r 
deve lopm enta l services. I t  is im p o rta n t to  note th a t the services m ost fre q u e n tly  
m entioned are services designed to sup po rt c h ild  deve lopm ent— n o t the 
deve lopm ent and w e ll-b e in g  o f in d iv id u a l's  w ith  d isa b ilitie s  as parents. As a 
fo llo w -u p  to the question about know ledge o f supports  and services ava ilab le  to 
parents w ith  d isa b ilitie s , the question " In  yo u r o p in io n , h o w  w e ll do  you  th in k  
the system  o f service d e live ry  responds to  parents w ith  d isa b ilitie s? " p rov ides 
in s ig h t to  the v iew s o f p re  and postnatal care professionals. O n ly  19.1 percent 
fee l th a t the system  "o fte n  -  a lw ays" responds to  the needs o f parents w ith  
d isa b ilitie s  w h ile  63 percent believe tha t the system  "som etim es — ra re ly " is
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responsive to  parents w ith  d isa b ilitie s . A d d itio n a lly , su rvey respondents 
dem onstrated a ve ry  lo w  leve l o f kn o w le d g e  in  th e ir re fe rra l practices fo r the 
scenarios (questions 20-24). W h ile  hom e v is itin g  resulted in  an o ve rw h e lm in g ly  
h ig h  response rate fo r every question, re fe rra ls  to  d is a b ility  specific  service 
d e live ry  was lo w  on a ll accounts — even in  the  clearest o f s itu a tio n s  o f the need 
fo r such services.
S um m ary A na lysis Results fro m  the  su rvey and in te rv ie w s suggest th a t pre  and 
postna ta l care p rov ide rs  are unaw are o f the services and supports  ava ilab le  to  
parents w ith  d isab ilities ; yet, they som ehow  recognize th a t the  system  does n o t 
adequate ly address the needs o f paren ts w ith  d isab ilities . These seem ingly 
co n tra d ic to ry  outcom es m ay be a ttrib u te d  to  professionals be ing  in fo rm e d  about 
services enough to  recognize sh o rtfa lls  and gaps in  the system  o f supports fo r 
parents w ith  d isab ilities, b u t n o t in v o lv e d  enough to ascertain th a t i t  is  th e ir 
pro fessional ob lig a tio n  to  become m ore  in fo rm e d  about and su p p o rtive  o f 
im provem ents in  the system o f care. W h ile  services and supports  fo r parents 
w ith  d isa b ilitie s  need to  be ta ilo re d  to  m eet the needs on an in d iv id u a l basis, 
tra in in g  and support m ust also be p ro v id e d  fo r professionals to  he lp  them  
recognize those needs and how  to negotia te  suppo rt systems to  ensure those 
needs are m et.
Experiences o f Parents w ith  D isa b ilitie s  R eceiving C h ild  P ro tective  Services 
C h ild  p ro tective  services d id  no t have an im m ediate o r o ve rw h e lm in g  presence 
in  the cu rren t life  s itua tions o f e ith e r o f the fam ilie s  in vo lve d  in  th is  study.
W h ile  there were "h o t p o in ts " o f in vo lve m e n t w ith  the c h ild  p ro te c tive  service
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system  in  the ea rly  h istories o f bo th  fam ilies, and an ongoing connection to  the 
system , parents in te rv iew ed  d id  n o t have strong  opin ions about th e ir 
re la tion sh ip  w ith  the cu rren t services they receive. A lthough, in  discussing 
pa ren ting  h isto ries w ith  the S chultz and the Beckers, both fam ilies described 
periods o f tim e w hen they fe lt th a t the presence o f ch ild  protective services 
caused s ig n ifica n t and long-te rm  harm . The strong  language used by bo th  
fam ilies describ ing th e ir earliest invo lve m en t indicates tha t the fam ilie s  m ay 
have become im m une to the ove ra ll im pact c h ild  protective services has had on 
th e ir lives. The Beckers fo r exam ple w ere suspicious o f m y v is it. Sheila S chultz 
w ishes there were a w ay fo r he r to  have legal custody o f her daughter A va. 
W h ile  the cu rren t invo lvem en t w ith  services o ffe red  through ch ild  p ro tec tive  
services m ig h t seem e ither in s ig n ifica n t o r even he lp fu l, the long-te rm  im p a c t o f 
susp icion and g u ilt are h a rd ly  inconsequentia l outcomes.
Sum m ary o f Parent Experiences The Becker fa m ily  and the Schultz fa m ily  
represent ve ry d iffe re n t constellations. These differences include deve lopm enta l 
d isa b ilitie s  vs. m ental illness, urban vs. sem i-rura l, single parent liv in g  w ith  an 
extended fa m ily  vs. tw o-paren t home. D espite these differences, m any 
s im ila ritie s  in  th e ir connections to c h ild  p ro tective  services exist. These 
s im ila ritie s  include:
1) N e ith e r fa m ily  was re fe rred  to  c h ild  p ro tective  services no r any o the r 
pa ren t sup po rt service by a pre o r postna ta l care p rov ide r d u rin g  th e ir 
earliest stages o f parenting.
2) In itia l re ferra ls to ch ild  p ro tective  services d id  not address th e ir needs as 
parents in  ways described h e lp fu l by the fam ilies.
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3) Parent tra in in g  program s available as a re su lt o f th e ir connections to 
c h ild  p ro tective  services w ere considered essential to  the w e ll being o f bo th  
fam ilies.
W ays in  W hich  Parents w ith  D isab ilities In vo lve d  in  the  Case S tudy Perceive
they have Encountered D iscrim ina tion  as Parents because o f th e ir D is a b ility
O f the tw o  fam ilies in vo lve d  in  th is case s tudy, o n ly  the  Becker fa m ily  used
the language o f d isc rim in a tio n  to  describe th e ir experiences as parents. The
po in ted  question, "D id  you  ever feel d iscrim ina ted  aga inst as a parent because
you have a d isa b ility?  I f  so, can you te ll me about those experiences?" was
asked o f bo th  fam ilies. Sheila Schultz was unable to  reca ll inc iden ts o r describe
perceptions o f d isc rim in a tio n . The Beckers, on the o th e r hand, fe lt ve ry  s tro n g ly
tha t they have and con tinue to  experience d isc rim in a tio n  because o f th e ir
d isab ilities. D isc rim in a to ry  practices were ev id en t fro m  A m y 's  earliest p o in t o f
pregnancy. A t tha t tim e, i t  was recom m ended th a t she have an abortion  because
she was to ld  by the m ental health  center's sen ior case m anager tha t 'n o  tw o
people w ith  serious m enta l illness w ou ld  ever last in  a re la tio n sh ip ' and tha t
A m y w o u ld  soon be a s ing le  m other. The Beckers also described the ir
perceptions o f in vo lve m e n t in  the system o f ch ild  p ro te c tive  services. They
believe tha t they are on a c h ild  protective w atch lis t because they are po o r and
have labels o f m enta l illness.
I never kno w  i f  I am go ing  to come home to  a note on  m y door o r 
Someone stand ing on m y fro n t steps because they th in k  I d o n 't 
take care o f m y ch ild ren . N o w  we ju s t ca ll the la w y e r w hen 
th is  happens because nobody has ever been able to  p ro ve  anyth ing.
(A m y Becker)
95
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
There has never been an inc ide n t o f serious concern w ith  the Beckers o ther 
than the h o t stove in c id e n t in  th e ir ea rly  days. The Beckers described th e ir 
pa ren ting  s ty le  as one tha t re lies on tim e  ou ts and p o s itive  re in forcem ent -  ra the r 
than d is c ip lin a ry  measures such as h ittin g , spanking , o r o the r fo rm s o f physica l 
abuse. In  a d d itio n , the Beckers described p a re n tin g  issues they are m ost 
concerned about as m eeting the health, n u tritio n a l, and educationa l needs o f 
th e ir ch ild ren .
A na lys is  o f pa ren ta l d isc rim ina tio n . W h ile  i t  was d iff ic u lt fo r Sheila to  c learly 
a rticu la te  fee lings o f d iscrim ina tio n , her h is to ry  is  ric h  w ith  exam ples. 
T h ro u g h o u t he r life  she was denied access to  ty p ic a l o p p o rtu n itie s  and the 
supports necessary fo r her to  benefit fro m  these experiences. A ccord ing  to  
C atherine (Sheila 's m other) Sheila was den ied  an adequate education  because o f 
her d is a b ility . She was relegated to a lo w  p a y in g  job  because o f the lack o f an 
ap p ro p ria te  education  and the o p p o rtu n ity  to  le a rn  m ean in g fu l sk ills  and 
d iscover her ta lents. As a parent, the system  o f c h ild  p ro tec tive  services o ffered 
no a lte rna tive  to  Sheila o the r than to rem ove he r daugh te r A va  fro m  her home.
In  lig h t o f these exclusionary experiences, d isgu ised  as supports and services 
fo r people w ith  d isa b ilitie s , the resignation th a t d isc rim in a tio n  is a w ay o f life  
appears to  have su b tly  invaded Sheila's existence. M ore  obvious d isc rim in a tio n  
is experienced by the Becker's such as w hen they w ere advised to have an 
abo rtion  d u rin g  the pregnancy o f the firs t c h ild  and th e ir sense o f ch ild  
p ro tective  services' ongo ing  surveillance fo llo w in g  the in c id e n t w ith  the 
m a lfu n c tio n in g  stove. I t  is understandable th a t the  Beckers liv e  w ith  a constant 
fee ling  o f susp ic ion d irected  tow ard ava ilab le  supports  and services. Even m y
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v is its  in it ia lly  concerned them  because they said "th e  state do esn 't tru s t us as 
paren ts."
A p p ro p ria te  S upports and Services fo r Parents w ho  have D isab ilities  
A n  analysis o f the data gathered in  th is study offers a w e a lth  o f suggestions 
and concrete ideas d irected  to w a rd  developing m ore ap p ro p ria te  supports fo r 
parents w ho  have d isa b ilitie s . These suggestions range fro m  strategies to 
im p ro ve  the a v a ila b ility  o f supports  fo r parents, recom m endations fo r changes in  
system s o f p ro fessional deve lopm ent fo r pre and postnatal care p rov ide rs  and 
c h ild  p ro tective  services w o rke rs  to  the developm ent o f state and na tiona l 
po lic ies tha t recognize and su p p o rt in d iv id u a ls  w ith  d isa b ilitie s  as parents. This 
chapter w ill address recom m endations in  the areas o f fa m ily  su p p o rt fo r parents 
w ith  d isa b ilitie s  and changes in  the fie ld  o f pre and postnata l care. C hapter Six 
w ill address the la rg e r p o licy , societal, and advocacy issues as recom m endations 
fo r fu rth e r study.
Recom m endations fo r Change and Im provem ents in  the 
F ie ld  o f S upp o rtin g  Parents w ith  D isa b ilitie s  
Recom m endations fo r changes and im provem ents in  the  fie ld  o f 
su p p o rtin g  parents w ith  d isa b ilitie s  n a tu ra lly  fa ll in to  tw o  categories as a resu lt 
o f in fo rm a tio n  learned d ire c tly  fro m  th is  study - new  supports fo r fam ilies and 
new  supports fo r pre  and postna ta l care professionals. These to p ic  areas have 
em erged p rim a rily  th roug h  in -d e p th  in te rv iew s w ith  fam ilie s  and pre  and 
postna ta l care p rov ide rs , and secondarily  from  survey in fo rm a tio n .
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Im p rovem en t in  the System o f Fam ily S upports fo r Parents w ith  D isab ilities  
U n fo rtu n a te ly , the supports and services parents w ith  d isa b ilitie s  and others 
describe as h e lp fu l in  m a in ta in in g  the in te g rity  and w e ll-b e ing  o f fam ilies are the 
supports th a t are the m ost d iffic u lt to obta in. A n d , as evidenced by  the 
statem ents be low , accessing support is p red ica ted by  the assum ption tha t 
parents are firs t neg lectfu l o r abusive tow ard  th e ir ch ild re n  and second, e lig ib le  
fo r support.
Fam ily  su p p o rt is  n o t a llow ed in  unless i t  is a c h ild  p ro tective  
services case. The system  is flaw ed by the need to  id e n tify  parents 
as neg lectfu l o r abusive before necessary services can be made 
ava ilab le, (v is itin g  nurse)
I t  w o u ld  be great i f  there were an agency o r sta tew ide  program  to  he lp 
parents th a t d id n 't g ive  o ff negative fee lings o f pun ishm ent fo r parents ra ther 
than he lp. A n d  i f  there were an agency ou ts ide  o f v is itin g  nurses, then I 
w o u ld n 't kn o w  w h a t i t  is. (pedia tric ian)
Fam ilies, p re  and post natal care p roviders, and  the lite ra tu re  de fine  h e lp fu l 
supports and services as in d iv id u a lize d  to  the needs o f the fa m ily , d irected by 
the fa m ily , h o lis tic  in  th e ir approach, and co llab o ra tive  am ong various systems to 
achieve com m on fa m ily  dreams. For example, the S chultz fa m ily  is  engaged 
w ith  a m yria d  o f supports and services to  m eet th e ir needs; b u t the needs tha t 
they de fined  as m ost pressing, housing and em p loym ent, are no t being 
addressed. The sc ru tin y  experienced by the Beckers m ig h t have been resolved if  
the system  had been able to help fin d  adequate housing  o r re pa ir the fa u lty  
stove. Instead, the lives o f these fam ilies are de fined  by  the existing  services 
ra the r than services being defined by the needs and desires o f fam ilies.
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The usua l fa m ilia r and tra d itio n a l concept o f fa m ily  should be questioned. 
Fam ilies can no longer be exam ined fro m  an " id e a l" fa m ily  p o in t o f reference.
A s evidenced fro m  the fam ilies in vo lve d  in  th is  s tud y , fa m ily  con figura tions 
m ay be in tact, healthy, and lo v in g  w ith o u t be ing a tra d itio n a l tw o-paren t re la ted 
g ro u p . The Beckers have been together fo r  n ine  years a lthough are they are n o t 
le g a lly  m a rried . The S chultz fa m ily  co n fig u ra tio n  is a s ing le  m other o f tw o  liv in g  
w ith  he r o w n  m other and step fa ther w h o  have legal custody o f one o f th e ir 
g randdaughters. Fam ilies have to  be un derstood  as they are and as they 
perceive them selves to  be. Lest w e n o t fo rg e t the d iffe re n t cu ltu ra l 
in te rp re ta tio n s  o f fa m ily , m any are m ore congruen t w ith  the needs and desires o f 
parents w ith  d isab ilities. R ather than ju d g in g  fa m ily  life  in  re la tion  to  perceived 
ideals, researchers, service p rov ide rs , and po licym akers m ust ask questions 
ab ou t fa m ily  ro les and positions w ith in  com m un ities and society. This s tud y  
a ffirm s  the need fo r po licym akers and p ra c titio n e rs  to  take in to  account fa m ily  
re la tio n sh ip s  and preferred fa m ily  styles to  develop responsive support 
strategies th a t re flec t these in d iv id u a liz e d  preferences.
O bv io us ly , a m ajor im provem en t in  the system  o f fa m ily  support fo r 
parents w ith  d isa b ilities  w o u ld  be to  recogn ize th a t in d iv id u a ls  w ith  d isa b ilitie s  
d e fine  the goal o f pa ren ting  as achievable and desirab le a t the same rate and in  
the  same term s as in d iv id u a ls  w ith o u t d isa b ilitie s . In d iv id u a ls  w ith  d isa b ilitie s  
are parents, and the systems su p p o rtin g  peop le  w ith  d isa b ilities  need to 
recognize th is  w ith in  th e ir repe rto ire  o f ava ilab le  supports  and services. 
C on com ita n tly , generic systems o f fa m ily  su p p o rt need to  recognize tha t the 
fa m ilie s  they sup po rt W IL L  inc lud e  parents w ith  d isa b ilitie s . Generic fa m ily  
su p p o rt p rogram s can no longer o ffe r generic supports  and services d irected
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p rim a rily  to  parents w ith o u t d isa b ilitie s . S upports and services m ust be 
c u ltu ra lly  com petent as w e ll as recognize the v a rie ty  o f diverse lea rn ing  styles 
represented by the fam ilie s  they serve. The generic system  o f fa m ily  su p p o rt m ay 
be in  den ia l g ive n  the h ig h  ra te o f d is a b ility  am ong its  clientele. Possibly, 
o rgan iza tions lik e  c h ild  p ro tective  services need to  em ploy a n d /o r organ ize 
a d v iso ry  structures th a t inc lud e  parents w ith  d isa b ilitie s
One o f the p rim a ry  sources o f su p p o rt fo r fam ilies, id e n tifie d  in  a ll aspects 
o f th is  s tudy, is the pa ren t program  th a t by  design offe rs one-on-one su p p o rt 
ta ilo re d  b y  the fa m ily  to  m eet th e ir un ique  issues. A lth o u g h  bo th  fam ilie s  w ere 
p a rtic ip a tin g  in  g roup , center-based pa ren ting  program s, these w ere n o t the 
supports fam ilie s  described as m ost h e lp fu l. These program s m ay have m et a 
need fo r social connection, b u t they d id  n o t m eet the im m ediate needs de fined  
by the fam ilies. Fam ilies de fined  these needs to  be a m ore fle x ib le  service 
d e live ry  m odel to  address the issues o f healthcare, housing, em ploym ent, and 
access to ava ilab le  benefits and services to  p rom ote  econom ic enhancem ent.
Changes in  Systems o f Professional D eve lopm ent fo r Pre and Postnatal Care 
P roviders A t th is  p o in t, i t  shou ld  go w ith o u t saying, tha t parents w ith  
d isa b ilitie s  and th e ir ch ild re n  w o u ld  be ne fit fro m  im provem ents in  tra in in g  fo r 
pre and postnata l care p rov ide rs. The m a jo rity  o f p re  and postnatal care 
p ro v id e rs  described an absence o f tra in in g  on the to p ic  o f d isa b ility .
A d d itio n a lly , in -d e p th  in te rv iew s suggested the need fo r m ore tra in in g  in  the 
areas o f preconceptual issues and pa ren ting  in  general. Professionals in  the 
fie lds  o f p re  and postnata l care w ere ve ry  a rticu la te  in  d e fin ing
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recom m endations fo r be tter supports and services - in  p a rticu la r -  d e fin in g  
needs fo r fam ilies in  w h ich  pa ren ting  w ith  a d is a b ility  was a p res id ing  factor.
T ra in ing  and in fo rm a tio n  about the lives  o f people w ith  d isab ilities  shou ld  
be p ro v id e d  a t a ll stages o f the developm ent o f such professionals. T ra in in g  
sho u ld  focus n o t o n ly  on the health  and m edica l issues associated w ith  d is a b ility ; 
b u t on the possib ilities  and supports ava ilab le  fo r people w ith  d isa b ilities  to  liv e  
fu ll and equal lives, w h ich  m ay inc lud e  paren ting . This re spon s ib ility  includes 
specialized tra in in g  to  recognize the needs o f parents w ith  d isa b ilities  and m ake 
ap pro p ria te  re ferra ls to  the g ro w in g  array o f program s and services designed to  
m eet the un ique circum stances o f these parents. A ccord ing  to  the fin d in g s  o f th is  
s tud y  the service d e live ry  system fo r parents w ith  d isa b ilitie s  meets the needs o f 
the consum er o n ly  19 percent o f the tim e. Im agine a service de live ry  system  in  
another fie ld  (denta l care, education, h ig hw ay safety) m eeting the needs o f th e ir 
constituents o n ly  19 percent o f the tim e? Th is fin d in g  alone, should be a call fo r 
im provem ents in  a system  tha t is sore ly lacking . Research find ings  sup po rt the 
need to  expand a n d /o r revise preservice professional tra in in g  experiences to 
in c lu d e  new  understandings o f the va rie ty  o f conste lla tions o f fam ilies in  today's 
society. T ra in in g  shou ld  m ove beyond the m edical im p lica tio n s  o f pa ren ting  
w ith  a d is a b ility  to inc lude  the relevance and im portance o f understand ing and 
p ro v id in g  supports to  ensure tha t parents w ith  d isa b ilitie s  are understood and 
supported  in  th e ir desire to have and raise th e ir ch ild ren .
R eturn ing to  the A ssum ptions o f th is  Research
This research was gu ided b y  a set o f assum ptions based on m y ow n 
experiences and biases. These assum ptions led  to  a com prehensive rev iew  o f the
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lite ra tu re , the developm ent o f research questions, and an approach to  address 
m y questions and fo rm  new im p lica tio n s  and p o te n tia l hypotheses rega rd ing  
pa ren ting  w ith  a d isa b ility . D id  the data and m y analysis re in force o r re fu te  m y 
assum ptions? The im portance o f research is  to  answ er th is  question and deve lop 
new  avenues o f in q u iry .
A ssum p tion  1 The factors that influence out-of-home placement recommendations fo r  
children o f parents w ith disabilities are based on societal biases and a medical model 
approach and in existence prior to the birth o f a child. The data and analysis that 
emerged from  this study does not support my assumption. A lth o u g h  anecdotal 
evidence suggests p re  and postnatal care p ro v id e rs  are responsible fo r re fe rra ls 
to ch ild  p ro te c tive  services at the earliest stages o f the  life , the data and analyses 
d id  n o t conc lus ive ly  support th is.
A ssum ption  2 Pre and postnatal care professionals are unfam iliar with the myriad o f 
supports that may be available fo r parents w ith  disabilities. D ata and analyses fro m  
th is s tud y  re in fo rced  th is  assum ption and id e a lly  w ill re su lt in  im provem ents in  
professional understand ing  o f supports and services and noticeable 
im provem ents fo r fam ilies.
A ssum ption  3 Formal systems of support fo r parents w ith  disabilities do not collaborate 
in the best interest o f children and families. D ata and analyses from  th is  s tud y  
re in fo rced  th is  be lie f. Form al system s o f su p p o rt do  n o t collaborate in  the best 
in te rest o f fam ilies. Fam ilies w ere able to  c le a rly  a rticu la te  th e ir needs and 
desires, ye t th e ir life  was defined b y  the services prescribed by the system . The 
tw o  w ere n o t a lw ays com patible.
A ssum p tion  4 New systems of support merging parenting and disability supports w ill 
need to be developed to respond to the new fam ily  structures in today's society. Data
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and analyses fro m  th is  s tu d y  re in forced th is  b e lie f and de fined  new  systems o f 
su p p o rt based on  the needs de fined by fam ilies. T ra d itio n a l pa ren t support 
program s and d is a b ility  fa m ily  support program s b o th  need to  recognize tha t 
parents w ith  d isa b ilitie s  represent consum ers o f th e ir services and need to 
change to  re flec t the range o f fa m ily  conste lla tions th a t ex ist in  today 's  society.
These biases and assum ptions w ill in flu ence  the fo rm u la tio n  o f theory 
(G laser &  Strauss, 1967) in  the fie ld  o f d is a b ility  and fa m ily  stud ies, professional 
decision m aking, and de scrip tive  research. C hapter S ix w ill p ro v id e  add itiona l 
in s ig h t, fin a l conclusions, and recom m endations fo r im provem ents in  the fie ld s  
o f fa m ily  su p p o rt and pa ren ting  w ith  a d is a b ility .
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C h a p t e r  6
C o n c l u s io n , A p p l ic a t io n s , a n d  R e c o m m e n d a t io n s  f o r  F u r t h e r  St u d y
This S tudy's A b ility  to Im p ro ve  Practice a n d /o r Policy 
In  th is  study, I  have explored and docum ented the v iew s o f pre and 
postnatal care p ro v id e rs  about th e ir a ttitudes and experiences dealing w ith  
parents w ith  d isab ilities, and I have spoken w ith  and observed parents w ith  
d isa b ilities  w ith  an eye tow ard  understand ing th e ir experience and perceptions 
regard ing the system  o f support. The fin d in g s  o f th is  research con tribu te to the 
theory b u ild in g  re la ted to  parenting w ith  a d is a b ility  in  the fo llo w in g  ways. For 
professionals, the fin d in g s  h ig h lig h t the na ture o f these re la tionsh ips and the 
im portance o f increasing th e ir know ledge about pa ren ting  w ith  a d isa b ility . For 
parents w ith  d isab ilities , the find ings suggest the need to  increase th e ir a b ility  to 
describe and d ire c t the fo rm a l and in fo rm a l supports and services necessary to 
prevent neglect o r abuse o f th e ir ch ild ren .
This study, being the firs t o f its  k in d , has generated in s ig h t and 
in fo rm a tio n  concerning the experiences, a ttitudes, and dem ographics o f pre-and 
postnatal care professionals and parents w ith  d isa b ilitie s . A d d itio n a lly , i t  has 
resulted in  an em erging understanding o f the experiences o f parents w ith  
d isa b ilities  and th e ir connections to fo rm a l and in fo rm a l su p p o rt systems.
W hile  a g row ing  num ber o f studies have asked the question "C an parents w ith  
s ign ifica n t d isa b ilities  be effective parents?" and others have focused on the
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services parents w ith  d isa b ilitie s  receive, no one has in te rp re te d  the fin d in g s  in  a 
w ay tha t assesses the re sp o n s ib ility  o f the service d e liv e ry  system  to  develop 
new  supports fo r parents w ith  d isa b ilitie s . W ith  th is  in s ig h t, strategies m ay be 
developed and d issem inated to  professionals caring fo r these parents. Th is new  
know ledge m ay have a p ro fo u n d  im pa ct on services and supports p ro v id e d  to  
parents w ith  d isa b ilities . U ltim a te ly , one hopes tha t these research outcom es 
p o s itive ly  in fluence state and federa l p o lic y  developm ent and d ire c t practice  in  
the areas o f ch ild ren 's  w ellness and fa m ily  support. P o licy  recom m endations 
w ill be p u t fo rth  in  th is  chapte r to  assist professionals to  p ro v id e  be tte r su p po rt 
to  and appropria te  re fe rra ls  fo r parents w ith  d isa b ilities . In  ad d ition , I  hope to  
im pa ct parent tra in in g  and su p p o rt program s to  expand th e ir a b ility  to  p ro v id e  
appropria te  services to  fa m ilie s  w here one o r bo th  o f the paren ts ' experiences a 
d isa b ility .
Theory B u ild in g  and Parents w ith  D isa b ilitie s  
N ew  theories re la ted  to  pa ren ting  w ith  a d is a b ility  and the d e live ry  o f 
supports and services to  these parents is a focus o f the outcom es o f th is  research. 
N ew  theories are re la te  to  the im p rovem en t o f safety, perm anence, and the w e ll­
be ing o f ch ild ren; society and the ro les o f professionals to  sup po rt vu lnerab le  
mem bers; the ro le  o f n a tu ra l fa m ily  supports and parents w ith  d isa b ilities ; 
leadership and self-advocacy tra in in g  fo r parents w ith  d isa b ilitie s ; and theories 
re la ted to the a lloca tion  o f resources to w a rd  parents w ith  d isa b ilitie s  th roug h  
p o lic y  developm ent.
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Im p rove m en t o f Safety. Perm anence and W ell-B e ing o f C h ild re n
In  m any respects, in d iv id u a ls  w ith  d isa b ilitie s  w ho  have w ho  n o t been 
adequate ly supported in  th e ir p a re n tin g  ro les shou ld  be treated lik e  o the r 
parents. C h ild re n  bom  in to  these fa m ilie s  have a r ig h t to  reasonable safety, and 
those rig h ts  shou ld  be protected i f  and w hen they are threatened. By id e n tify in g  
the supports  needed fo r pre and postna ta l care professionals to  m ake 
ap p ro p ria te  ea rly  referra ls to  fa m ily  su p p o rt agencies, encouraging fa m ily  
su p p o rt agencies' ab ilities to  expand services fo r parents w ith  d isa b ilitie s , and 
su p p o rtin g  fam ilies to de fine  the sup ports  and services they receive the num ber 
o f parents w ith  d isab ilities  w ho  are engaged in , o r considered m ore lik e ly  to  
engage in , abuse a n d /o r neglect o f th e ir ch ild re n  w ill u ltim a te ly  decrease.
I t  is essential how ever, th a t a ch ild 's  safety is n o t assumed to  be a t r is k  
m ere ly  because o f a parent's d is a b ility . As evidenced in  the case s tu d y  examples 
o f the S chultz and Becker fam ilies , parents w ith  d isa b ilitie s  can and do benefit 
fro m  fa m ily  su p po rt and tra in in g  program s. Parents w ith  d isa b ilitie s  have a 
le g a lly  pro tected rig h t to  experience these tra in in g  program s i f  needed to 
p ro v id e  a safe and n u rtu rin g  life  fo r  th e ir fa m ily . These supports need n o t be 
presented as a p u n itive  measure, fo llo w in g  perceptions o r evidence o f neglect 
b u t ra th e r a t the earliest stage o f p re  and postnata l care. Parent su p p o rt and 
tra in in g  program s should be o ffe re d  as soon as the need fo r such program s is 
id e n tifie d  , be m odeled a fte r p rogram s noted fo r th e ir success in  m a in ta in in g  the 
hea lth  and w e ll-be ing  o f fam ilies w h ile  a ttend ing  to  the needs id e n tifie d  by 
fam ilies, and shou ld  be de fined b y  the people in  need o f such program s. The 
F a m ily  C irc les program  described e a rlie r is a notable exam ple o f a pa ren ting  
p rogram  th a t achieves po s itive  fa m ily  outcom es. These outcom es can be
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a ttrib u te d  to  professionals w o rk in g  in  partnersh ip  w ith  fam ilie s  and a ll possible 
ava ilab le resources to su p p o rt parents w ith  d isa b ilities  and th e ir ch ild ren. 
C oncom itan tly , p re  and postnatal care professionals have an o b lig a tio n  to receive 
appropria te  tra in in g  and in fo rm a tio n  and a re spon s ib ility  to  su p p o rt a ll fam ilies 
in  th e ir care.
Parenting w ith  a d is a b ility  needs to  m ove beyond the n a rro w  niche it  
cu rre n tly  occupies in to  the m ainstream  o f professional developm ent. Resources 
fo r parents w ith  d isa b ilitie s  can be fo u n d  th rough  a va rie ty  o f w e ll-o rgan ized  
d isa b ilitie s  groups; yet, general m edical and hum an service p ractitione rs  are 
unaw are o f th e ir existence. Awareness about pa ren ting  w ith  a d is a b ility  is being 
increased thanks to  a lim ite d  num ber o f conferences and pop cu ltu re  productions 
such as film s  and books. The annual conference sponsored by Through the 
Looking  Glass, an o rgan iza tion  devoted to  parenting w ith  a d is a b ility , draw s 
over a thousand pa rtic ipa n ts  each year to leam  about new  research, innovations, 
and resources re la ted  to  paren ting  w ith  a d isa b ility . H o lly w o o d  produced a 
recent m ovie  on the top ic  called I  Am  Sam, s ta rring  Sean Penn. M any ch ild ren 's 
books such as M om m a Zooms are pub lished on top ics re la ted to  new  fa m ily  
con figura tions in c lu d in g  pa ren ting  w ith  a d isa b ility . A t the same tim e  tha t 
A m erican cu ltu re  is w re s tlin g  w ith  th is  subject m atter th ro u g h  books and film , 
changes in  society re la tin g  to  new  fa m ily  structures ou gh t to  be m irro re d  w ith in  
a ll professional deve lopm ent program s w hich  by th e ir design are in tended to 
sup po rt the hea lth  and w e ll-be ing  o f a ll fam ilies.
Society and the Role o f Professionals W h ile  th is  research s tu d y  was n o t designed 
to id e n tify  o r account fo r differences between pre and postnata l care
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professionals and fam ilies re ce iv ing  th e ir care, there w ere unden iab le  and 
uncom fortab le  in te llec tua l, fa m ilia l, status, and educational d ifferences between 
the tw o  groups. People w ho  p ro v id e  services represent w ea lth , con tro l, and 
pow er. People w ho  receive services represent poverty, v u ln e ra b ility , and 
subm ission to those in  pow er. Th is is especia lly true fo r parents w ith  d isa b ilitie s  
because o f the a d d itio n a l real a n d /o r perceived d iscrim in a tio n  they face because 
they partic ipa te  in  a social ro le  (paren ting ) th a t is n 't supported, va lued, o r 
recom m ended by society. The d is p a rity  th a t exists between these tw o  groups 
shou ld  be exam ined and be tte r understood in  o rder to  id e n tify  im provem ents in  
the w ay people d e live r and receive services. There is no sim ple  answer, 
conclusion, o r recom m endation to  address these differences b u t one im p o rta n t 
step is to  acknow ledge tha t w e exist in  a socie ty w ith  clear d iffe re n tia tio n  and 
trea tm ent am ong classes o f people w ho are de fined by th e ir perceived ab ilitie s . 
W h ile  re la tionsh ips am ong po ve rty , d isa b ility , and re fe rra l to  c h ild  p ro tective  
services were no t deeply exp lo red  in  th is  s tu d y , one m ust acknow ledge th a t the 
m a jo rity  o f people w ith  d isa b ilitie s  live  in  p o ve rty  and the m a jo rity  o f fam ilies 
re ferred to ch ild  p ro tective  services are o f lo w  incom e status. I f  w e can beg in  to 
address the existing econom ic d isp a rities  b y  supporting  the econom ic 
developm ent o f parents w ith  d isa b ilitie s  connected to ch ild  p ro tec tive  services, 
w e m ay begin to  see a reductio n  in  ch ild  neglect and abuse.
I f  those in  positions o f p o w e r do n o t have the know ledge o f w h a t is 
needed by those w ho requ ire  services, then services w ill no t be p ro v id e d  in  the 
best in terest o f the recip ient, and the lik e lih o o d  o f an in d iv id u a l be ne fitin g  fro m  
services is low . B rid g in g  the gap between w h a t is needed and w h a t is o ffe red  is 
c ritic a lly  im portan t. Th is shou ld  be done by m ore closely a lig n in g  the a b ilitie s  o f
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fam ilies to  de fine  th e ir ow n  needs and increasing the know ledge le ve l o f 
professionals about available resources fo r support. This m ay reduce the 
lik e lih o o d  th a t parents w ith  d isa b ilitie s  w ill neglect o r abuse th e ir ch ild re n . For 
exam ple, by  sup po rting  parents to  decide w h a t supports and services they need 
a t the earliest stage o f paren ting , parents in te rv ie w e d  suggest th a t the y w ill 
experience less stress and an increased a b ility  to  concentrate on the needs and 
w e ll-b e ing  o f th e ir ch ild ren  and fa m ily . Axeas id e n tifie d  b y  fa m ilie s  inc lud ed  
access to  be tte r housing and em p loym en t op p o rtu n itie s  instead o f w e e k ly  v is its  
fro m  a paren t tra ine r, budget case m anager, and n u tritio n  consu ltan t. The 
services they received (bu t d id n 't request) w ere m andated b y  c h ild  p ro tective  
services to  p reven t ch ild  p lacem ent in  fos te r care. U nderstandably, parents 
pa rtic ipa ted  in  these unrequested services in  o rd e r to  keep th e ir ch ild re n .
A cco rd ing  to  John M cK n ig h t, a u th o r o f the Careless Society (1995), the 
assum ption o f need and prescribed so lu tions by professionals creates d isab ling  
effects. The need its e lf is transla ted in to  a de fic iency; and a t the same tim e 
professionals com partm entalize these "de fic ienc ie s" in to  prescribed responses. 
The centra l assum ption is tha t the service is a u n ila te ra l response. " I, the 
professional produce. You, the c lien t, consum e" (pg. 46). M cK n ig h t goes on to 
say tha t professionals take the lib e rty  to  de fine  problem s and rem edies, and tha t 
the se lf-de te rm ina tion  aspect o f c itizen sh ip  no longer exists. A d d itio n a lly , 
professionals c la im  the a b ility  to  decide w he the r th e ir "h e lp " is e ffective. For 
parents w ith  d isa b ilitie s  th is  cycle is obvious. Parents w ith  d isa b ilitie s  are 
de term ined "d e fic ie n t" by professionals because o f the need fo r su p p o rt to 
m a in ta in  th e ir fa m ilie s ' w e ll-be ing . Professionals determ ine the response to th is 
"d e fic ie n cy" and evaluate the effectiveness thus re in fo rc in g  the n o tio n  tha t
109
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
parents are "d e fic ie n t" and cannot determ ine w h a t they need o r w he ther i t  has 
been h e lp fu l. S upp ortin g  fam ilie s  to  have an active  ro le  in  d e fin in g  th e ir needs 
and the services they receive as w e ll as eva lua ting  the effectiveness o f these 
services, and concom itan tly  educating professionals about th is  s h ift in  contro l, 
m ay in  fa c t re su lt in  h ea lth ie r and m ore p o s itive ly  understood fa m ily  
circum stances w hen pa ren ting  w ith  a d is a b ility  is  a factor. Policym akers shou ld  
be a la rm ed b y  the fact th a t fam ilies re p o rt th a t the  su p p o rt ava ilab le can ac tu a lly  
be a co n stra in t and tha t one o f the p rim a ry  ro les o f the service d e live ry  is to 
perpe tua te its  ve ry  existence th roug h  the id e n tific a tio n  o f needs and responses.
N a tu ra l F a m ily  S upport and Parents w ith  D isa b ilitie s  P arenting w ith  a d is a b ility  
is n o t a so lo  a c tiv ity  anym ore than is pa ren ting  w ith o u t a d is a b ility . The nature 
o f p a re n tin g  is one o f in te rdependen t re la tionsh ips. These re la tionsh ips can 
com plem ent o r deter fro m  the health and w e ll be ing o f a fa m ily . R elationships 
inc lud e  o th e r close fa m ily  m em bers and re la tives, neighbors, teachers, 
professionals, and others. Policym akers and service p ro v ide rs  m ust learn to 
assess fa m ily  structures on an in d iv id u a l basis ra th e r than assume tha t parents 
can, shou ld , and w a n t to  ca ll on fa m ily  mem bers to  p ro v id e  pa ren ting  support. 
Rather, i t  behooves service p rov ide rs  to in d iv id u a lly  assess the na tu ra l support 
ava ilab le  to  parents and take in to  account the paren ts ' v iew s o f th is  support as 
p ro m o tin g  o r in h ib itin g  th e ir competence as parents. W h ile  bo th  Sheila and 
C atherine p o s itiv e ly  expressed th e ir op in ion  th a t C atherine gained legal custody 
ove r A va , i t  was n o t u n til the system  stepped in  to  rem ove A va  fro m  her home 
tha t n a tu ra l fa m ily  su p po rt was encouraged. The Beckers p red icted  tha t th e ir 
ch ild re n  w o u ld  be in  foste r care i f  i t  were no t fo r the assistance o f fa m ily
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mem bers fin d in g  them  a new  hom e. The Beckers re ly  on th e ir ne ighbors fo r 
ch ildcare in  exchange fo r snow  shove ling  and la w n  care. Therefore, fo r some 
fam ilies, na tu ra l fa m ily  su p p o rt m ay be available to  preven t the p o s s ib ility  o f 
abuse a n d /o r neglect o f th e ir ch ild re n ; b u t fo r others i t  m ay no t be. There can be 
no sing le recom m endation rega rd ing  the u tiliz a tio n  o r reliance on n a tu ra l fa m ily  
supports. D ive rs ity  o f fa m ily  structures, available supports, and needs are 
im p o rta n t factors one m ust take in to  consideration w hen develop ing ap p ro p ria te  
supports fo r parents w ith  d isa b ilitie s .
Leadership and S elf-A dvocacy T ra in in g  fo r Fam ilies As p rev iou s ly  stated, 
parents w ith  d isa b ilitie s  shou ld  be in  the po s itio n  o f d irec ting  the supports  and 
services necessary to  m a in ta in  the hea lth  and w e ll being o f th e ir fa m ily . Being 
able to  d irec t one's ow n services th roug h  se lf-determ ination , self-advocacy, and 
personal leadership are n o t s k ills  in h e re n tly  developed th rough  the experience o f 
g ro w in g  up w ith  a d is a b ility  o r pa ren ting  w ith  a d isa b ility . These are s k ills  to 
learn  and sk ills  to  practice. Leadership and self-advocacy w ill develop m ore 
easily fo llo w in g  de libera te o p p o rtu n itie s  to realize one's success as a leader. In  
N ew  H am pshire, and n a tio na lly , there are a p le thora  o f w e ll-o rgan ized  
leadership tra in in g  program s fo r in d iv id u a ls  w ith  d isab ilities  and th e ir fa m ily  
members. M ost no tab ly, the Partners in  P o licym aking program  is a 
com prehensive leadership b u ild in g  course available in  alm ost every state. In  
a d d itio n , the na tiona l self-advocacy program s People F irst, and Self-Advocates 
Becom ing Em pow ered (SABE) are tw o  in itia tive s  designed to sup po rt 
in d iv id u a ls  w ith  d isa b ilitie s  to  advocate fo r themselves. These program s are 
designed to tra in  pa rtic ipa n ts  about self-advocacy, com m un ity o rgan iz ing , and
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how  to  use the le g is la tive  process to  create change. P rogram  conten t prom otes 
in d iv id u a ls  w ith  d isa b ilitie s  to  de te rm ine  the course o f th e ir ow n  lives and 
re c ru it the supports  necessary to  stay on course. The cu rric u lu m  is ta ilo red  to 
m eet the in d iv id u a l su p p o rt needs o f pa rtic ipan ts, in c lu d in g  pa rtic ipan ts  w ith  
co g n itive  d isa b ilitie s  and m enta l illness. S upport is p ro v id e d  in  o rd e r tha t a ll 
m em bers o f these program s can a c tive ly  pa rtic ipa te . S upp o rt can inc lude  
in te rp re te rs , m o d ifie d  m ateria ls, tra nspo rta tion , childcare expenses, technical 
assistance to  com plete fie ld w o rk  assignm ents, and the like . For parents w ith  
d isa b ilitie s , leadersh ip  deve lopm ent p rogram s cou ld be essential n o t o n ly  to 
su p p o rt th e ir o w n  fa m ily 's  w e ll be ing  b u t also to change po lic ies  and practices in  
the area o f fa m ily  p reserva tion  and su p p o rt to  address the un ique  needs o f 
parents w ith  d isa b ilitie s .
P o licy Recom m endations 
P o licy recom m endations re su ltin g  fro m  th is s tud y  fa ll in to  tw o  p rim a ry  
categories. The firs t recom m endation addresses the need fo r an expanded 
system  o f data co llec tio n  w ith in  the system  o f ch ild  p ro tec tive  services. 
R ecom m endation tw o  is re la ted  to  federa l and state resources ava ilab le  fo r the 
p re ve n tio n  o f neglect and abuse, p a rtic u la rly  w ith in  recognized popu la tions at 
risk .
Expanded System o f D ata C o llec tion  State ch ild  p ro tective  service systems 
co llect data on the pe rpe tra to rs  o f c h ild  abuse and neglect -  the  people w ho have 
abused o r neglected ch ild re n  o r a llo w e d  ch ild re n  in  th e ir care to  be m altreated. 
C haracteristics repo rted  on these in d iv id u a ls  inc lude  age, sex, and re la tionsh ip  to
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th e ir v ic tim  (N C A N D S, 2001). W h ile  in d iv id u a l states m ay re p o rt a d d itio n a l 
characteristics on  the perpe tra tors, the re p o rtin g  system s do n o t requ ire  it. 
A d d in g  new  m andated characteristic categories to  the data base on perpe tra to rs 
can o n ly  assist in  de te rm in ing  the p re d o m in a n t r is k  factors associated w ith  the 
neglect and abuse o f ch ild ren . C ategories sho u ld  in c lu d e  variables such as 
pa ren ta l d is a b ility , substance abuse, educationa l leve l, and socioeconom ic status. 
By ga in in g  a be tte r understand ing  o f the vu ln e ra b ilitie s  experienced by fam ilies 
in v o lv e d  in  the system  o f c h ild  p ro te c tive  services, argum ents can be m ade to  
a llocate resources tow a rd  the p re ve n tio n  o f c h ild  m a ltrea tm ent w ith in  
p o p u la tio n s  w ho  m ig h t bene fit fro m  e a rly  fa m ily  supports and services.
A llo ca tio n  o f Resources P o licy m akers, educators, statistic ians, hum an service 
w orke rs, com m unities, and fam ilie s  have recognized the trag ic  effects o f neglect 
and abuse on ch ild re n  fo r years. Innum erab le  sc ie n tific  studies have 
docum ented lin k s  between the abuse and neglect o f ch ild re n  and a w id e  range o f 
m edica l, em otiona l, psycholog ical, behavio ra l, and educational problem s. 
C onserva tive estim ates (From m , 2001) are be lieved to  be $92 b illio n  pe r year in  
d ire c t costs associated w ith  the neglect a n d /o r abuse o f ch ild ren . Cost figu res 
in c lu d e  ho sp ita liza tion , chronic hea lth  prob lem s, m enta l health  care, c h ild  
w e lfa re , la w  enforcem ent, and the ju d ic ia l system . Yet, o n ly  six percent o f the 
o ve ra ll N ew  H am pshire  state b udge t fo r c h ild  p ro tec tive  services is spent on 
p re ve n tio n  w hen even the m ost so re ly  u n d e rfu n d e d  e ffo rts  are able to docum ent 
success in  p reven ting  ch ild  abuse and neglect. N a tio n a l and state p o lic y  leaders 
in  the area o f c h ild  w elfa re and c h ild  p ro te c tio n  need to  closely exam ine the 
re la tio n sh ip  between the outcom es o f c h ild  neglect and abuse p reven tion
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program s fo r a t ris k  popu la tions and the experiences o f at r is k  fam ilies w ho  are 
n o t connected to program s. Resources shou ld  be red irected  tow ard  popu la tions 
w ho are m ost a t ris k  fo r the neglect and abuse o f ch ild re n  and strategies th a t are 
kno w n  to  su p po rt fam ilies and prevent the neglect a n d /o r abuse o f ch ild ren .
In  a p re lim in a ry  re v ie w  o f nationa l program s ava ilab le  fo r states to 
address the neglect and abuse o f ch ild ren  and fa m ily  support, there is a dearth o f 
resources ava ilab le  to  address the needs o f fam ilie s  w hen paren ting  w ith  a 
d is a b ility  is a factor. For exam ple, in  2000, im p o rta n t new  regula tions were 
announced by the D epartm ent o f H ea lth  and H um a n  Services to im prove  
outcom es fo r ch ild re n  w ho  are neglected and abused, ch ild re n  in  foster care, and 
ch ild ren  a w a itin g  adoption . These regula tions h o ld  states accountable fo r 
services to  a t-risk  ch ild ren , w ith  a resu lts-o riented approach in  the federal 
m o n ito rin g  o f state c h ild  w e lfa re  program s. For the firs t tim e, states are being 
measured on the q u a lity  o f services p rovided  to, and outcom e results fo r, 
ch ild ren  w ho are a t risk . W h ile  th is  regu la tion  pu ts  the em phasis where it  
belongs, on safety and perm anent homes fo r fam ilies , parents w ith  d isab ilities  
experience s ig n ifica n t disadvantages. The fo llo w in g  fiv e  program s adm inistered 
th rough  the A d m in is tra tio n  on C h ild ren  and Fam ilies th roug h  the D epartm ent o f 
H ea lth  and H um an Services, a ll relate to im provem ents in  ch ild  w elfa re systems 
w ith  the goal o f keeping fam ilies together and perm anency p lann ing  e ffo rts  fo r 
ch ild ren: C h ild  W elfare Services, T itle  IV-B; P rom oting  Safe and Stable Fam ilies, 
T itle  IV -B ; C A P TA  State G rants, C om m unity-Based F a m ily  Resource Program  
Grants; and the C h ild re n 's  Justice A ct. N ew  H am psh ire  is p robab ly n o t un ique 
in  the fact tha t over 60 percent o f fam ilies in vo lve d  in  the  system  o f ch ild  
pro tective  services experience a label o f d is a b ility . D espite N ew  H am pshire 's
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h ig h  p a rtic ip a tio n  ra te  o f parents w ith  d isa b ilitie s  (and p robab ly m ost states) 
ch ild  w e lfa re  services o ffe r no recogn ition  th a t fam ilie s  in vo lve d  in  these system s 
m ay in  fact inc lude  parents w ith  d isa b ilities . N e w  program  com ponents do  
address issues re la ted to  ch ild re n  w ith  d isa b ilities , b u t parents w ith  d isa b ilitie s  
are no ticeab ly absent.
A  p rim a ry  p o lic y  recom m endation d irected  to w a rd  im provem ents in  
supports and services ava ilab le  to  keep fam ilies toge ther w o u ld  be fo r program s 
and po lic ies to recognize th a t parents id e n tifie d  fo r supports and services in c lu d e  
parents w ith  d isa b ilitie s  (a t a p o te n tia lly  h ig h e r ra te  than parents w ith o u t 
d isa b ilitie s ). W hile  there is no sing le  recom m endation to  solve th is  d ilem m a o f 
exclusionary practices re la ted  to  parents w ith  d isa b ilitie s  a firs t step is to id e n tify  
the absence o f the p o p u la tio n  w ho  are p o te n tia lly  m ost in  need o f services and 
supports to  keep th e ir fam ilie s  together. O n ly  then can federal and state 
program s begin to  be revised to  address the un ique  b u t g row ing  needs o f these 
fam ilies. As m entioned in  C hapter Tw o, and s tro n g ly  re in forced th ro u g h o u t th is  
study, Preston and Jackobsen (1997) o f the N a tio n a l Task Force on Parents w ith  
D isa b ilitie s  and th e ir Fam ilies id e n tifie d  the fo llo w in g  p rio ritie s  and strategies: 
Parents w ith  d isa b ilities  and th e ir fam ilies need to  be recognized and in c lu d e d  
w ith in  m ainstream  and d is a b ility  o rgan izations d irected  at fam ilies and adu lts  
w ith  d isab ilities. R egional and na tiona l po lic ies w h ich  address the needs o f 
fam ilies in  w h ich  one o r bo th  parents experience a d is a b ility  need to  be 
prom oted  th rough  changes in  ch ild  p ro tective  service regula tions, greater 
fle x ib ility  o f personal assistance routines, Fa ir H ou s in g  Laws, changes in  
transpo rta tion  po lic ies, equal access to  ad op tio n  services, and financia l 
m echanism s to enable parents to  purchase services and equ ipm ent to  raise th e ir
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ch ild ren . There needs to  be increased access to  services app ropria te  fo r parents 
w ith  d isa b ilitie s  th rou g h  paren t and professional tra in in g , resource lib ra ries , and 
accessible ch ildcare sites. The a v a ila b ility  and developm ent o f adaptive  
pa ren ting  equ ipm ent and assistive technologies fo r fam ilies needs to  be 
expanded and m ore w id e ly  accessible. Parents w ith  d isa b ilitie s  and th e ir 
fam ilie s  need to  speak fo r them selves and advocate fo r parents w ith  d isa b ilitie s  
across a ll d is a b ility  categories, across a ll e th n ic  groups, and across a ll fa m ily  
conste lla tions.
W h ile  these strategies suggest p o s itive  outcom es fo r parents w ith  
d isa b ilitie s  and th e ir ch ild ren , they are n o t w id e ly  recognized o r im plem ented 
w ith in  the fie ld s  o f ch ild  p ro tection  services and d isa b ilities .
The Need fo r F u rth e r Research 
L im ite d  research fin d in g s  fro m  th is  s tud y  suggest th a t parents w ith  
d isa b ilitie s  are receptive to  supports and services th a t w ill enhance the health 
and w e ll-b e ing  o f th e ir fa m ily , b u t system s are no t equipped to address the ir 
un ique  needs. In  lig h t o f the stories po rtra yed  in  th is  s tudy, parents w ith  
d isa b ilitie s  experience obvious and subtle  form s o f d isc rim in a tio n  th ro u g h o u t 
th e ir lives. Services and supports fo r parents w ith  d isa b ilitie s  have n o t been 
in d iv id u a liz e d  accord ing to the needs and desires de fined  by fam ilies. In  
a d d itio n , pre and postnata l care professionals do n o t have adequate in fo rm a tio n  
and tra in in g  on top ics re la ted to  su p p o rtin g  fam ilies. A d d itio n a lly , there is a 
s ig n ifica n t need to  be tte r understand the re la tionsh ips and influences am ong 
po ve rty , d isa b ility , and connections to  the system  o f c h ild  p ro tective  services.
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L im ita tio n s  o f the S tudy. O bvious lim ita tio n s  exist w ith in  th is  s tud y. The firs t 
lim ita tio n  was the use o f survey research to  a ttem pt to  capture deep ly ing ra ined 
perceptions and a ttitudes o f p re  and postnata l care professionals to w a rd  people 
w ith  d isa b ilitie s . The a b ility  to  probe d u rin g  the in -d e p th  in te rv iew s resu lted in  
rich e r find ings . A  second lim ita tio n  was the case study approach. W h ile  the 
case s tud y  fin d in g s  add trem endous life  to  th is  top ic, one can no t m ake con fiden t 
generalizations fro m  the experiences o f o n ly  tw o  fam ilies. A  th ird  lim ita tio n  is 
the single-state context o f th is  s tudy. F in a lly , because the survey was ne w ly  
designed, i t  lacked established v a lid ity .
E m erging Hypotheses T w o  hypotheses in  p a rticu la r em erged fro m  the s tud y  tha t 
w a rra n t fu rth e r research. One cou ld  hypothesize th a t an increase in  the 
know ledge base o f professionals o f the services ava ilab le  to  sup po rt parents w ith  
d isa b ilitie s  w o u ld  resu lt in  a decrease in  re fe rra ls to  c h ild  p ro tective  services and 
an increase in  re ferra ls to  m ore appropria te  systems o f support. In  ach ieving 
th is, one cou ld  fu rth e r hypothesize th a t w hen fam ilies receive services they 
id e n tify  as necessary fo r the w e ll be ing o f th e ir fa m ily , ch ild  neglect and abuse 
w ill decrease and the societal s tand ing o f parents w ith  d isa b ilities  w ill increase.
N ew  studies, bo th  q u a n tita tive  and q u a lita tive  are needed to  be tter 
understand the experiences o f parents w ith  d isa b ilitie s  and th e ir connections to 
fo rm a l and in fo rm a l systems o f support. U nderstand ing the p rim a ry  sources o f 
pa ren t re fe rra l to  systems o f su p p o rt and to  c h ild  p ro tective  services begs fo r 
fu rth e r in q u iry . Larger scale case stud ies o f fa m ily  experiences are needed to 
m ore fu lly  understand the needs and perceptions o f these fam ilies. N a tiona l 
research in  the fo rm  o f a m eta analysis needs to  be conducted to leam  m ore
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about the in c lu s io n  o f parents w ith  d isa b ilitie s  in  a ll aspects o f state and federa l 
c h ild  p ro tective  service and fa m ily  su p p o rt program  gu ide lines and practices 
and to  p ro v id e  adequate recom m endations fo r change.
C o n trib u tio n  to  Research and T h eorv-B u ild ing  
This research is in tended to  enlarge the know ledge base and 
understand ing  o f an otherw ise neglected area o f s tud y  - parents w ith  d isa b ilitie s . 
A d d itio n a lly , th is  s tud y  advances the fie ld s  o f q u a lita tive  and q u a n tita tive  
research by  b rin g in g  together elem ents o f each d isc ip lin e  in  o rd e r to  organ ize  a 
h o lis tic  set o f data responsive to  pressing societal concerns and the genera tion  o f 
responses. Th is s tu d y  asked a set o f questions tha t have no t ye t been asked 
w ith in  an academic, sc ien tific  fra m ew o rk. The m ethods used to  ga ther 
in fo rm a tio n  and develop hypotheses are m ethods th a t have n o t ye t been used to 
d ire c tly  address the issue o f parents w ith  d isa b ilitie s  and th e ir earliest 
connections to  system s o f p re  and postna ta l care. U ltim a te ly , i t  is hoped tha t 
th is  research w ill con tribu te  to  a new  theore tica l understand ing o f fa m ily  
systems w hen one o r both parents experience a d is a b ility  and the pro fessiona l 
decision m aking  process o f pre and postna ta l care professionals in v o lv e d  in  the 
lives o f these presently underserved and vu lnerab le  fam ilies. The strands tha t 
m ake up the fab ric  o f com m un ity  w ill be strengthened and b rig h te r th ro u g h  the 
inc lus io n  o f people w ith  d isa b ilitie s  as parents.
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U niversity  o f  N ew  H a m p sh ir e
...:cc o f  Sponsored Research 
S ervice B u ild in g  
51 C ollege Roaa
D u rh a m , N e w  H am psh ire 03824-3585 
(603) 862-3564 FA X
L A S T  NAM E SgfRifi : .j'V ’ _ ~ ^
DEPT UNtH Institute ah' L i iV Itt Geliter, TSufivajH• •"
O F F -C A M P U S  UNH Institute on Disability
A D D R E S S  Leavitt Center
( if ap p licab le ) Durham, NH 03824
FIRST NAM E  
APP‘L DATE  
IRB #
REVIEW  LEVE L FULL 
DATE O F NOTICE 3/12/20QT
P R O J E C T
T IT L E
The Institutional Review Board (IRB) for the Protection of Human Subjects in Research reviewed and approved the protocol for your 
project with the following contingencies:
- Receipt of letter in support of study from DCYF.
A pproval Is granted fo r one year from the approval date above. At the end of the approval period you will be asked to 
submit a project report with regard to the Involvement of human subjects. If your project is still active, you may apply for extension of IRB 
approval through this office. Changes In your protocol must be submitted to  th e  IRB fo r rev iew  prior to their 
Im plem entation; you m ust receive w ritten, unconditional approval from the  IRB before Im plem enting them.
The protection of human subjects In your study is an ongoing process for which you hold-primary responsibility. In receiving IRB approval 
for your protocol, you agree to conduct the project in accordance with the ethical principles and guidelines for the protection of human 
subjects in research, as described In the following three reports: Belmont Report; Title 45, Code of Federal Regulations, Part 46; and 
UNH's Multiple Project Assurance of Compliance. The full.text of these documents is available on the OSR Information server at 
http://www.unh.edu/osr/comDliance/Reaulatotv Comoliance.html and by request from the Office of Sponsored Research.
If you have questions or concerns about your project or this approval, please feel free to contact our office directly at 862-2003.
Fpr the IR B ,^  *
Julie F. Simpson 
Regulatory Compliance Manager 
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U n i v e r s i t y  of N e w  H a m p s h i r e
M arch  19, 2001 
D ear Colleague:
I  am  w riting to ask your help in a research project about the experiences and attitudes o f  
pre-and post-natal care professionals caring for parents who have disabilities. T h is  study, 
a collaborative project w ith the Dartm outh M edical School, Center fo r Genetics and C h ild  
D evelopm ent, and N e w  Ham pshire H ealth  and H um an Services is part o f an e ffo rt to 
understand how these parents become connected to fo rm al systems o f  support.
It  is m y understanding, that you are a professional practicing in pre-or post-natal care.
Since this is a census survey, I  am m aking every attem pt to contact all professionals in this 
category. B y understanding your professions’ personnel preparation practices, experiences  
w ith  disability, and current practices and opinions related to parents with disabilities, 
policym akers can begin to address the critical issues facing new parents with disabilities 
and the service systems o f support.
Y o u r answers are com pletely confidential and w ill be released only as summaries in which  
no ind iv idua l’s answer can be identified. W hen you return the postcard acknow ledging  
your com pletion o f the survey, your name w ill be deleted from  the m ailing  list and never be 
connected to your answers in any w ay.
I f  you have any comments about this study, I  would be happy to talk w ith  you v ia  e -m a il or 
telephone, 228 -2 0 8 4 . M y  e-m ail address is m cschuh@ cisunix.unh.edu. In  add ition , i f  
you have any questions about your rights as a research participant, you may contact Julie  
Sim pson in the U n iversity o f  N ew  Ham pshire O ffice  o f  Sponsored Research at 6 0 3 -8 6 2 -  
2 0 0 3 .
T h a n k  you very much for helping w ith  this im portant study. 
Sincerely ,
(Ia ry  Sotiyri, Ph .D . Candidate  
Institute on D isab ility /U A P  
U n ivers ity  o f N ew  Ham pshire
.Johfl^M®eschler, M D
Center fo r Genetics and C h ild  Developm ent 
Dartm outh M edical School
D o n a ld  Shum w ay, Com m issioner 
State o f N ew  Ham pshire  
H ea lth  and Hum an Services
Enclosure: survey and return postcard
In s titu te  on D is a b il ity /U A P
The Concord Center, Suite 317 10 Ferry Street, Unit #14 Concord, New Hampshire 03301-5019 603-228-2084 v / t d d  603-228-3270 fax
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U n i v e r s i t y  o f  n e w  H a m p s h i r e
Institute on Disability 
A University Affiliated Program 
7 Leavitt Lane, Suite 101 
Durham, New Hampshire 03824-3522
August 15, 2001
(603) 862-4320 (tei/tdd) 




In  the spring I  sent a survey to you that asked about your experiences as a pre/post natal care 
professional. To the best o f our knowledge, it’s not yet been returned.
The comments and responses o f people who have responded include a wide variety of referral 
practices for new parents. M any have described their experiences, both challenging and 
rewarding, regarding parents who have disabilities. W e think the results are going to be very 
useful in developing policies and practices to better support all families.
W e are writing again because o f the importance that your survey has for helping to get accurate 
results. Although we sent surveys to all pre and post natal care professionals in New Hampshire, 
it's only by hearing from nearly everyone that we can be sure the results are truly representative.
W e hope that you w ill f i l l  out and return the survey today, but i f  for any reason you prefer not to 
answer it, please let us know by returning a note or blank questionnaire in the enclosed stamped 
envelope. Your answers are completely confidential and w ill be released only as summaries in 
which no individual’ s answer can be identified. When you return the postcard acknowledging 
your completion o f the survey, your name w ill be deleted from the m ailing list and never be 
connected to your answers in any way.
I f  you have any comments about this study, I  would be happy to talk w ith you via e-mail or 
telephone, 228-2084. M y  e-mail address is mcschuh@cisunix.unh.edu. In  addition, if  you have 
any questions about your rights as a research participant, you may contact Julie Simpson in the 
University o f New Hampshire Office o f Sponsored Research at 603-862-2003.
Thank you very much for helping with this important study.
Sincerely,
sability/UAP
University o f New Hampshire
Cc: John Moeshler, M D , Dartmouth Medical School
Donald L . Shumway, Commissioner, N H  Department o f Health and Human Services 
Enclosure: survey and return postcard
A  University Affiliated Program in Collaboration with:
Institute for Health, Law and Ethics 
Franklin Pierce Law Center 
Tw o White Street 
Concord, N H  03301
1 2 9
Center for Genetics and Child Development 
Dartmouth-Hitchcock Medical Center 
One M edical Center Drive 
Lebanon, N H  03756
The Hood Center for Children and Families 
Dartmouth-Hitchcock Medical Center 
One Medical Center Drive 
Lebanon, N H  03756
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Survey of Pre- and/or Post-Natal Care Professional Referral Process
This survey is designed to provide a better understanding o f the referral practices of pre and post natal care 
professionals caring for PARENTS who experience a disability. The results will be used to help policy makers, 
medical professionals, and agencies providing supports and services address critical issues facing parents with 
disabilities.
Please take a moment to complete and return the survey in the enclosed envelope. In order to maintain 
confidentiality and delete your name from the mailing list for follow up correspondence a postcard is enclosed for 
you to complete and return. Thank you for taking the time to complete and return by April 19, 2001.
1) Professional tide:
2) Years of experience within your title: 2a) Year you received your last degree:
Please circle the number of the response that best reflects your answer.
3) Do you spend 1 more or 2 k s  (a'rde one) than 50% of your time providing direct patient care?
4) In your training as a pre-and/or post-natal care professional, did you receive training and information about parents with 
disabilities?
1 yes 2 no
4a) If yes, please describe.
4 sensory disabilities (deafness, blindness)
5 multiple disabilities (combination of two or more)
5) Please check and identify your personal experience living with a disability.
1 physical disabilities (cerebral palsy, spinal cord injury)
2 mental retardation, traumatic brain Injury
3 mental illness or emotional disabilities
Indicate type from list above.
□  I have a disability.  Q I have a dose friend with a disability.____
□  I have a child with a disability  □  I have a coworker with a disability _
□  I have a sibling with a disability  □  I attended school with students with disabilities in my dasses.
□  I have a spouse with a disability.  □  Some of my neighbors and acquaintances have disabilities. _
□  I have a parent with a disability  □  No personal experience living with a disability____
S) In your experience as a pre and/or post-natal care professional, have you ever treated a parent with a known disability?
1 yes 2 no
7) Approximately how many parents have you cared for who have a disability? _
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8) What types of disabilities have you encountered in your professional care of parents with disabilities.
Please drcle a ll that apply.
1 physical disabilities (cerebral palsy, spinal cord injury) 4 sensory disabilities (deafness, blindness)
2 cognitive disabilities (mental retardation) 5 multiple disabilities (combination of two or more)
3 mental illness or emotional disabilities
9) Have you ever treated a baby bom to a parent with a known disability? 1 yes 2 no
10) Do you follow any specific guidelines on caring for babies who have parents with a known disability?
11) If yes, briefly describe these guidelines:
1 yes 2 no
12) Which of these discharge services do you recommend to any new parent Grde the number that represents the frequency of 
referral.
jU v a y s  n f lo n  s o m e t im e s  r a r e ly  n e v e r
home visrtmg services
foster care placement services 
ucBESsntflnns
| referral to child





13) In your treatment and care for families when a parent has a disability, what discharge information and services do you 
recommend. Grde the number that represents the frequency of referral.
a lw a y s  o f te n  s o m e t im e s  r a r e ly  n e v e r
home vtsrane services
foster care placement services
referral to





14) Have you ever made a referral to child protective services for a family in your care when one or both of the parents experience a 
disability? 1 yes 2 no
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15) Your most frequent reason for referral to child protective services is:
1 perceived risk for child abuse and/or neglect 3 other (please describe)_____
2 evidence of child abuse and/or neglect
16) Please drde the intended outcome for making a referral to child protective services:
1 access to parent training programs 3 removal of child from family
2 in-home family support 4 other (please describe)_____
17) In your opinion, are parents with certain types of disabilities more likely to be referred for child protective services?
1 yes 2 no
18) If yes, please drde type of disability of parents most likely to be referred to child protective services. Cirde all that apply.
1 physical disabilities (cerebral palsy, spinal cord injury)
2 cognitive disabilities (mental retardation)
3 mental illness or emotional disabilities
4 sensory disabilities (deafness, blindness)
5 multiple disabilities (combination of two or more)
19) Please describe programs you are aware of noted for their involvement with parents with disabilities.
Please read through the following scenarios and drde all services you would most likely recommend to 
these families:









home visiting services 
adoption placement services 
foster care placement services 
referral to parent training programs 
referral to child protective services 
referral to the early intervention services 
other, (please describe)_______________
8 referral to the local area agency
9 referral to the mental health center
10 referral to Granite State Independent Living
11 referral to the Disability Rights Center
12 referral to welfare agendes
13 referral to housing agendes
fiM/tearfSogef-iroun e
2  •C ar a v v a i . '  & 4 K -
!&7ocar-trmerapsuviifirTTr- ;»
home visiting services 
adoption placement services 
foster care placement services 
referral to parent training programs 
referral to child protective services 
referral to the early intervention services 
other, (please describe)_______________
8 referral to the local area agency
9 referral to the mental health center
10 referral to Granite State Independent Living
11 referral to the Disability Rights Center
12 referral to welfare agendes










home visiting services 
adoption placement services 
foster care placement services 
referral to parent training programs 
referral to child protective services 
referral to the early intervention services 
other, (please describe)_______________
8 ' referral to the local area agency
9 referral to the mental health center
10 referral to Granite State Independent Living
11 referral to the Disability Rights Center
12 referral to welfare agendes
13 referral to housing agendes
1 3 2
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1 home visiting services
adoption placement services 
foster care placement services 
referral to parent training programs 
referral to child protective services 
referral to the early intervention services 
other, (please describe)______________
9SSSS
8 referral to the local area agency
9 referral to the mental health center
10 referral to Granite State Independent Living
11 referral to the Disability Rights Center
12 referral to welfare agendes




home visiting services 
adoption placement services 
foster care placement services 
referral to parent training programs 
referral to child protective services 
referral to the early intervention services 
other, (please describe)______________
-------
8 referral to the local area agency
9 referral to the mental health center
10 referral to Cranite State Independent Living
11 referral to the Disability Rights Center
12 referral to welfare agencies
13 referral to housing agendes
25) in your opinion, does the service delivery system offer appropriate supports for parents with disabilities?
1 - always 2 -  often 3 -  sometimes 4 - rarely 5 - never
P e r s o n a l  I n f o r m a t i o n
26) Cender: 1 (M) 2 (F) Age:______
27) Marital Status: 1 single 2 married 3 divorced 4 partner • 5 widowed
28) Are you a parent/guardian? 1 yes 2 no 29) If yes, how many children?_____
30) Geographical location of the majority of your patients? 1 rural 2 suburban 3 urban
31) Are you available to partitipate in an in-depth Interview (30 mini regarding the issue of parents with disabilities?
1 Yes 2 No




_ (best time of the day to call)_
Thank you for completing and returning this survey by April 19,2001.
A self-addressed stamped envelope is enclosed for your convenience. 
Please call 228-2084 or e-mail mcschuh@cisunix.unh.edu with any questions.
Mary Schuh 
Institute on Disability/UAP 
The Concord Center, 10 Ferry Street; #14  
______________________ Concord. NH 03301-5019______________________
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SURVEY QUESTIONS 20-24 
SIGNIFICANCE TESTS
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Crosstabs 





professional RN 71 19 90
mie OB-GYN 34 9 43
midwife 6 2 8
Pediatrician 63 11 74
Birth Coor 14 2 16





Pearson Chi-Square 1.819® 4 .769
Likelihood Ratio 1.867 4 .760
Linear-by-Linear
Association 1.425 1 .233
N of Valid Cases 231
a. 2 cells (20.0%) have expected count less than 5. The minimum expected count is 1.49.







professional RN 90 90
title OB-GYN 43 43
midwife 8 8
Pediatrician 74 74





N of Valid Cases
a
231
a* No statistics are computed because 20 child protective services is a constant.
professional title * 20 local area agency
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Count
Crosstab
20 local area aaencv
Totalyes no
professional RN 35 55 90
title OB-GYN 22 21 43
midwife 4 4 8
Pediatrician 23 51 74
Birth Coor 9 7 16





Pearson Chi-Square 6.804a 4 .147
Likelihood Ratio 6.796 4 .147
Linear-by-Linear
Association .130 1 .718
N of Valid Cases 231
a. 2 cells (20.0%) have expected count less than 5. The minimum expected count is 3.22.
professional title * 20 mental health center
Crosstab
Count
20 mental health center
Totalves no
professional RN 7 83 90
title OB-GYN 2 41 43
midwife 8 8
Pediatrician 2 72 74
Birth Coor 16 16





Pearson Chi-Square 3.698a 4 .448
Likelihood Ratio 4.685 4 .321
Linear-by-Linear
Association 3.238 1 .072
N of Valid Cases 231
a. 5 cells (50.0%) have expected count less than 5. The minimum expected count is .38.
Crosstabs 
professional title *  21 home visiting
1 3 6  Page 2





professional RN 74 12 86
tltle OB-GYN 37 6 43
midwife 7 1 8
Pediatrician 66 5 71
Birth Coor 16 16





Pearson Chi-Square 4.362® 4 .359
Likelihood Ratio 6.081 4 .193
Linear-by-Linear
Association 3.774 1 .052
N of Valid Cases 224
a. 3 cells (30.0%) have expected count less than 5. The minimum expected count is .86.







professional RN 86 86
tIt,e OB-GYN 43 43
midwife 8 8
Pediatrician 71 71





N of Valid Cases
a
224
a. No statistics are computed because 21 child protective services is a constant.
professional title * 21 local area agency
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Count
Crosstab
21 local area aaencv
Totalves no
professional RN 10 76 86
title OB-GYN 6 37 43
midwife 2 6 8
Pediatrician 4 67 71
Birth Coor 3 13 16





Pearson Chi-Square 5.019“ 4 .285
Likelihood Ratio 4.938 4 .294
Linear-by-Unear
Association .264 1 .607
N of Valid Cases 224
a- 3 ceils (30.0%) have expected count less than 5. The minimum expected count is .89.
professional title * 21 mental health center
Crosstab
Count
21 mental health center
Totalves no 22
professional RN 1 85 86
title OB-GYN 1 41 1 43
midwife 8 8
Pediatrician 70 70
Birth Coor 16 16





Pearson Chi-Square 6.141“ 8 .631
Likelihood Ratio 5.783 8 .672
Linear-by-Linear
Association .074 1 .785
N of Valid Cases 223
a. 10 cells (66.7%) have expected count less than 5. The minimum expected count is .04.
Crosstabs 
professional title * 22 home visiting
1 3 8  Page 4





professional RN 84 7 91
t'«e OB-GYN 36 7 43
midwife 8 8
Pediatrician 74 74
Birth Coor 16 16





Pearson Chi-Square 14.6938 4 .005
Likelihood Ratio 18.189 4 .001
Linear-by-Linear
Association 6.929 1 .008
N of Valid Cases 232
a- 4 cells (40.0%) have expected count less than 5. The minimum expected count is .48.
professional title * 22 child protective services
Crosstab
Count
22 child protective 
services
Totalves no
professional RN 4 87 91
title OB-GYN 3 40 43
midwife 8 8
Pediatrician 3 71 74
Birth Coor 1 15 16





Pearson Chi-Square 1.056a 4 .901
Likelihood Ratio 1.375 4 .849
Linear-by-Linear
Association .006 1 .939
N of Valid Cases 232
a. 5 cells (50.0%) have expected count less than 5. The minimum expected count is .38.
professional title * 22 local area agency
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Crosstab
Count
22 local area aaency
Totalves no
professional RN 36 55 91
title OB-GYN 20 23 43
midwife 3 5 8
Pediatrician 27 47 74
Birth Coor 10 6 16





Pearson Chi-Square 4.313“ 4 .365
Likelihood Ratio 4.264 4 .371
Linear-by-Linear
Association .153 1 .696
N of Valid Cases 232
a- 2 cells (20.0%) have expected count less than 5. The minimum expected count is 3.31.
professional title * 22 mental health center
Crosstab
Count
22 mental health center
Totalves no
professional RN 5 86 91
title OB-GYN 2 41 43
midwife 8 8
Pediatrician 2 72 74
Birth Coor 16 16





Pearson Chi-Square 1.949® 4 .745
Likelihood Ratio 2.836 4 .586
Linear-by-Linear
Association 1.599 1 .206
N of Valid Cases 232
a. 5 cells (50.0%) have expected count less than 5. The minimum expected count is .31.
Crosstabs 
professional title * 23 home visiting
1 4 0  Page 6





professional RN 86 5 91
t«le OB-GYN 40 1 41
midwife 8 8
Pediatrician 71 3 74
Birth Coor 16 16





Pearson Chi-Square 1.824“ 4 .768
Likelihood Ratio 2.732 4 .604
Linear-by-Linear
Association .641 1 .423
N of Valid Cases 230
a- 5 cells (50.0%) have expected count less than 5. The minimum expected count is .31.
professional title * 23 child protective services
Crosstab
Count
23 child protective 
services
Totalves no
professional RN 16 75 91
title OB-GYN 13 28 41
midwife 2 6 8
Pediatrician 18 56 74
Birth Coor 1 15 16





Pearson Chi-Square 5.916a 4 .206
Likelihood Ratio 6.411 4 .170
Linear-by-Linear
Association .002 1 .962
N of Valid Cases 230
a. 2 cells (20.0%) have expected count less than 5. The minimum expected count is 1.74.
professional title * 23 local area agency
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Crosstab
Count
23 local area aaencv
Totalves no
professional RN 49 42 91
title OB-GYN 27 14 41
midwife 5 3 8
Pediatrician 36 38 74
Birth Coor 11 5 16





Pearson Chi-Square 4.584° 4 .333
Likelihood Ratio 4.653 4 .325
Linear-by-Linear
Association .030 1 .863
N of Valid Cases 230
a- 2 cells (20.0%) have expected count less than 5. The minimum expected count is 3.55.
professional title * 23 mental health center
Crosstab
Count
23 mental health center
Totalves no
professional RN 55 36 91
title OB-GYN 24 17 41
midwife 6 2 8
Pediatrician 31 43 74
Birth Coor 11 5 16





Pearson Chi-Square 8.951° 4 .062
Likelihood Ratio 9.042 4 .060
Linear-by-Linear
Association 2.239 1 .135
N of Valid Cases 230
a- 2 cells (20.0%) have expected count less than 5. The minimum expected count is 3.58.
Crosstabs 
professional title * 24 home visiting
1 4 2  Page 8





professional RN 63 26 89
M e  OB-GYN 29 10 39
midwife 6 2 8
Pediatrician 58 13 71
Birth Coor 14 2 16





Pearson Chi-Square 3.828a 4 .430
Likelihood Ratio 3.997 4 .406
Linear-by-Linear
Association 3.735 1 .053
N of Valid Cases 223
a - 2 cells (20.0%) have expected count less than 5. The minimum expected count is 1.90.
professional title * 24 child protective services
Crosstab
Count
24 child protective 
services
Totalyes no
professional RN 1 88 89
title OB-GYN 3 36 39
midwife 8 8
Pediatrician 4 67 71
Birth Coor 16 16





Pearson Chi-Square 5.215a 4 .266
Likelihood Ratio 6.053 4 .195
Linear-by-Linear
Association .582 1 .445
N of Valid Cases 223
a. 5 cells (50.0%) have expected count less than 5. The minimum expected count is .29.
professional title * 24 local area agency
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Count
Crosstab
24 local area aaencv
Totalves no
professional RN 33 56 89
title OB-GYN 18 21 39
midwife 4 4 8
Pediatrician 21 50 71
Birth Coor 4 12 16





Pearson Chi-Square 4.588a 4 .332
Likelihood Ratio 4.585 4 .333
Linear-by-Linear
Association 1.825 1 .177
N of Valid Cases 223
a- 1 cells (10.0%) have expected count less than 5. The minimum expected count is 2.87.
professional title * 24 mental health center
Crosstab
Count
24 mental health center
Total■ ves no
professional RN 67 22 89
title OB-GYN 22 17 39
midwife 5 3 8
Pediatrician 36 35 71
Birth Coor 10 6 16





Pearson Chi-Square 11.061® 4 .026
Likelihood Ratio 11.278 4 .024
Linear-by-Linear
Association 7.300 1 .007
N of Valid Cases 223
a- 1 cells (10.0%) have expected count less than 5. The minimum expected count is 2.98.
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